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If you have not made up your mind yet about organ donation, a brief scan of the lit- 
erature, internet, and media inundates you with messages. A huge variety of books, 
journal articles, social media campaigns, and TV shows convey information on trans- 
plantation medicine. Across this broad array of media, facts about transplantation 
medicine as well as individual cases of donors, donor families, health professionals, 
and recipients are presented to a wider audience. All this information is in one way 
or another linked to implicit, or sometimes explicit, moral statements: why donate, or 
why not. Some scholars and policies universally refer to organ donation as an act of 
altruistic gift giving. However, transplant rates vary widely across the globe, and so 
do ethical discussions. Additionally, regulations demand fair allocation of a scarce 
resource to those in need. Many countries invest an enormous amount into public edu- 
cation in this field (Hansen et al. 2018; Hansen et al. 2021). 

This volume provides a systematic orientation to the main ethical questions con- 
cerning organ transplantation: Where to source the organs? How to allocate a pre- 
cious resource? How do people experience their life with an organ transplant? What 
are the alternatives to current practices? The first two questions have been intensively 
discussed in research, policy, and the media in last three decades, but the latter two 
have not yet received the attention they deserve. Therefore, our aim in this volume is 
to reevaluate old debates, and consider new ones, to provide guidance to readers from 
moral philosophy, bioethics, health care science, social science, law, and the human- 
ities. 

Our volume has a clear international focus. Rather than confine themselves to ethi- 
cal debates in specific national contexts, all contributions seek to address the main eth- 
ical issues discussed globally, but they sometimes also point out cultural specificities 
or discuss local solutions to delicate ethical questions. For instance, while, the English 
recently adopted a so-called ‘opt-out’ policy (without explicit objection one automati- 
cally becomes an organ donor) in May 2020 (Iacobucci 2020), some countries such as 
the US and Germany remain firmly in the ‘opt-in’ (requiring explicit consent) camp 
despite many attempts to change their policies (Glazier/Mone 2019). In most countries 
such policy changes are subject to intensive public, media, or academic debate. To be 
considered acceptable, they must prove both their practicability and legitimacy, which 
requires solid empirical exploration of the medical and social effects as well as norma- 


Solveig Lena Hansen & Silke Schicktanz 


tive reflection regarding the implications for both citizens’ rights and duties as well as 
patients’ needs or exposure to harm. 

Beginning as an experimental practice, organ transplantation already provoked 
debates in the 1960s (Woodruff 1964; Murray 1964); and the many technical advances 
and legal standardizations of this practice have led to increasingly complex ethical 
dilemmas and debates (Diethelm 1990). Since the 1980s, organ transplantation has 
evolved worldwide to become a broadly established medical practice, offering a cure 
for chronic illness, often extending lives for many years and improving patients and 
their families’ quality of life (Blumstein/Sloan 1989; Caplan 1989). However, despite 
these benefits, the clinical consequences, policy implications, and ethical relevance of 
organ donation have been debated right from the beginning. And although it is already 
subject to numerous regulations, organ donation still stimulates lively discussions in 
these fields of inquiry (Miller/Truog 2012; Veatch/Ross 2015). 

In contrast to most other medical treatments, transplantation ethics must con- 
sider and balance not only the interests and rights of patients and physicians, but also 
those of donors and their relatives. Representing high-tech medicine, organ trans- 
plantation also serves as a paradigmatic case for medical progress and for controver- 
sies in bioethics (Bailey 1990). First, essential topics of discussion include brain death, 
organ allocation, and organ sale. Additionally, the intervention into healthy bodies for 
the sake of others, as in the case of living organ donation, continuous to be controver- 
sial (Garwood-Gowers 1999). Second, alternative approaches such as the use of animal 
organs for humans (xenotransplantation) triggered both high hopes and concerns in 
the 1990s and 2000s (Daar 1997) — and they are now being revived again in the context 
of new technological possibilities, such as genome editing (Ekser et al. 2017). Third, 
new topics such as face or uterus transplantation and organ printing elicit totally new 
debates that have yet to be sufficiently addressed. There are even more future options, 
such as organ allocation through artificial intelligence (Briceno 2020) or the treatment 
of organ failure with organoids that will require more scrutiny by ethicists (Hyun et 
al. 2020). However, such possibilities are not included in this volume because we felt it 
was too early to speculate about their ethical dimensions when their application is still 
very vague. But we should all keep an eye on these developments. A fourth cluster of 
themes we consider includes still rather marginalized topics that are, however, highly 
relevant to understanding the whole picture. These includes prevention, the role of old 
age in allocation, and the role of the family for consent. 

Whereas the importance of normative theoretical problems remains unquestioned, 
we are convinced that the ethical challenges of transplantation medicine cannot be 
addressed without taking into account concrete lifeworlds with their practices, solu- 
tions, and contradictions. All these topics must therefore be examined with reference 
to socio-empirical, cultural, and anthropological considerations. Consequently, many 
invited contributions of this anthology provide an overview of the ethical debate while 
also considering specific socio-empirical lifeworlds through anthropological and 
empirical analysis. We have thus selected authors who have long-standing expertise 
in combining empirical methods and ethical analysis. In fields such as transplanta- 
tion medicine, this is particularly important because such empirical work helps to cor- 
rect false claims and assumptions about affected groups (Schweda/Schicktanz 2014; 
Schweda/Schicktanz 2009). Moreover, insights from medical anthropology, the social 
sciences, and empirical bioethics help to sensitize us to the many layers of judgements 
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and often hidden anthropological assumptions regarding the body, the meaning of 
death, the social meaning of donation and the self-conception of living with a trans- 
planted organ (Joralemon 1995; Schicktanz et al. 2017). 

Various medical and scholarly insights demonstrate how the consequences, or even 
the idea of organ transplantation itself, challenge concepts of personal identity, the 
family, and the body (Lock/Crowley-Makota 2008). Such diverse attitudes seem to 
relate to stable sociocultural and anthropological concepts, but also to normative ideas 
of reciprocity and gift-giving, which influence medical and non-medical actors alike. 
Consequently, and often intertwined with the ethical debate, medical sociology and 
anthropology have accompanied developments in this field with critical observation 
of cases and systematic overviews (Scheper-Hughes 2008; Fox/Swazey 1992). Empir- 
ical-ethical work has scrutinized the influence of cultural concepts like identity, the 
family, and embodiment at the intersection of morality, anthropology and medicine, 
often through comparative analysis (Schicktanz/Wé6hlke 2017). Thereby, we also take 
into account that organ donation is a field of extensive discussion, because it involves 
many profound challenges of our anthropological conditions. What we consider to be 
self and ‘other’, ‘alive’ and ‘dead’, or ‘human’ and ‘non-human’ are contested through 
this medical procedures. Thereby, organ transplantation challenges many presump- 
tions regarding what we consider as ‘natural’ or ‘artificial’. 

Such a contextualization allows us to locate such different arguments in ‘grey 
zones’ between universalism and relativism, and to examine further ethical concepts 
such as relational autonomy, responsibility, and trust. These ethical concepts add an 
important dimension to the more prominent ethical principles of autonomy, well-be- 
ing, or fairness in allocation, and they therefore also feature prominently in many of 
our contributions. 

While transplantation is now a global phenomenon, it evokes questions (and might 
require answers) that are very specific to certain regions and local contexts. Bringing 
together international perspectives allows us to make intercultural comparisons, and 
to learn from successes and pitfalls from around the world. Informed by empirical 
data, we consider the relevance of particular cultural differences and universal norms, 
which intersect in the field of transplantation medicine in various ways. 

For instance, various models of consent exist in different countries. Still, the core 
ethical problem is the same everywhere: how to respect the morally autonomous deci- 
sion of the potential donor. Internationally, the global exchange of organs continues to 
be debated, which is important due to ongoing mobility of patients as well as of organs 
and tissue. Other topics, such as non-heart-beating donation and models of unspec- 
ified donation, or old age, are managed and addressed in culturally different ways. 

The fact that this volume revisits a long-standing discussion within bioethics and 
beyond is also grounded in our own research on the different forms of uneasiness and 
critique directed towards organ donation (Pfaller et al. 2018). Such forms of discom- 
fort and criticism, however, are not only based on a lack of information or expertise 
(Hansen et al. 2021), but result from critical reflection and hidden anthropologi- 
cal meanings. Therefore, we see them as considered judgments and discuss them as 
legitimate forms of critique which ethicists, practitioners, and policy makers should 
consider while attempting to find and establish ameliorative strategies. In order to 
continue these lively debates, the book is divided into five sections, each comprising 
several chapters, which mirror the sequence of transplantation decisions: (i) donation 


“ 


Solveig Lena Hansen & Silke Schicktanz 


of organs and tissue, (ii) human organ sources, (iii) organ allocation and transplanta- 
tion systems, (iv) organ recipients, and (v) alternatives. 


(i) Donation of Organs and Tissue 


Anja MB Jensen and Klaus Hoeyer (Denmark) begin our anthology with a major ques- 
tion centered on the constant global need for organs: What motivates donor families 
and potential organ donors to decide for donation? Based on both an analysis of the 
debates on altruism, duty to donate, and incentives for organ donation as well as a 
decade of anthropological research in Denmark among donor families, hospital staffs, 
and registered organ donors, their chapter argues that deciding to donate organs is 
a meaning-making practice centered on consoling family members. They show that 
organ donation is therefore a way to make sense of death that can reflect a wish to 
create a legacy for the deceased. It can also be a comfort in the usability of the organs, 
and expose wider relations to the body, the family, and society in general. 

Alberto Molina-Pérez, Janet Delgado, and David Rodriguez-Arias (Spain) systematically 
analyze how models of consent, autonomy, and the role of the family are intertwined 
in various policies. The ethics of deceased organ procurement is supposedly based on 
individual consent to donate, either explicit (opt-in) or presumed (opt-out). The authors 
propose a novel and comprehensive taxonomy of the models of consent. Depending on 
the country, the family may be allowed to take different kinds of actions in different 
situations, which may be grounded in law or simply by traditions of clinical practice. 
By comparing different models of consent, they show that these models rely on differ- 
ent concepts of autonomy, and they discuss the ethical debates surrounding two policy 
approaches: presumed consent and family veto. 

Douglas MacKay and Katherine Saylor (USA) provide an overview of the ethical con- 
siderations relevant to nudging in organ donation policy. They first outline the dif- 
ferent ways in which jurisdictions use nudging to facilitate the donation of organs 
before exploring and evaluating the ethical objections to nudging, including the claim 
that nudging is a form of manipulation and thus disrespectful of people’s autonomy. 
Finally, they consider the benefits that governments may realize through the use of 
nudges to promote organ donation and consider whether these benefits can be great 
enough to outweigh any moral objections. 

Solveig Lena Hansen and Katharina Beier (Germany) analyze normative implications 
of trust in transplantation discourses and debates on tissue donation for research. 
Comparing the practice of organ and tissue donation, they critically analyze how both 
public and academic discourses evoke a certain paradigm of trust. This paradigm fol- 
lows a logic in which the application of adequate practices and regulative frameworks 
results in a well-informed public, thus leading to trusting donors who ultimately sup- 
port donations in practice. The emergence of trust, however, is more complex than this 
paradigm suggests. In addition, the willingness to donate organs for transplantation 
and tissue for research depends not only on trust but also on other factors, such as 
concepts of the body, understandings of death, acceptance of research in general, as 
well as notions of altruism and solidarity. 
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(ii) Human Organ Sources 


Dieter Birnbacher (Germany) observes that there is a lingering uneasiness about 
whether brain death is a satisfactory criterion of death. Though all legislatures identify, 
explicitly or implicitly, brain death with human death, sections of the public as well as a 
number of academic anthropologists continue to hold reservations about whether it is 
morally acceptable. The chapter examines the arguments for and against the identifi- 
cation of death and brain death, both from theoretical and ethical perspectives. Taking 
a pragmatic position, he argues that abandoning the brain death definition of death 
would seriously limit the highly beneficial practice of organ transplantation, which, in 
the absence of alternative methods of treatment, would be ethically undesirable. 

Anne L Dalle Ave (Switzerland), David Shaw (Switzerland), and James L. Bernat (USA) 
analyze protocols for donation after the circulatory determination of death (DCDD). 
According to their analysis, this system forces physicians to decide exactly how death 
should be determined following the cessation of respiratory and circulatory func- 
tions. In DCDD, death is determined by the permanent cessation of circulation and 
respiration but before those cessations become irreversible. During this time, vital 
organs could regain function if circulation were restored by resuscitation. Because the 
cessation of brain functions is essential for the determination of death, and because 
the brain may regain functions with reperfusion, death cannot be determined unless 
brain circulation has permanently ceased. The authors conclude that organ procure- 
ment should be initiated only after the possibility of auto-resuscitation has elapsed, 
and after ensuring that the functions of the brain have permanently ceased. 

Dominique E. Martin (Australia) examines the ethics of directed living organ dona- 
tion. By permitting a healthy person to undergo an invasive surgical procedure that 
is both medically unnecessary and nonbeneficial to the physical health of the donor, 
and that further poses immediate and potentially longer term risks to their health 
and wellbeing, living organ donation challenges fundamental norms of health eth- 
ics. Nevertheless, living donation of kidneys and partial livers is now widely accepted, 
and in some countries it has become the primary source of organs for transplantation. 
Evaluating the proportionality of risks and benefits of donation to living donors and 
justifying the acceptance or non-acceptance of prospective donors remains clinically 
and ethically complex. The author argues that ethical concerns about living donation 
should be recognized as reflecting routine ethical considerations in health care, but 
they also require exploration in the broader context of prospective donors’ lives and 
relationships. 

Greg Moorlock and Heather Draper (UK) focus on ethical aspects of unspecified liv- 
ing donation. They first provide a brief overview of the practice, the international con- 
text, and regulation before discussing the principle of ‘first do no harm’. They explore 
how this potential obstacle has been overcome by adding the principle of autonomy as 
addition to established accounts of benefits and harms. Finally, they analyze whether 
the medical profession should promote this practice. 


Solveig Lena Hansen & Silke Schicktanz 
(iii) Organ Allocation and Transplantation Systems 


Søren Holm (UK/Norway) analyzes how postmortal organs, a rare non-fungible 
resource, should be allocated among potential recipients and investigates the ethical 
and pragmatic criteria used. The weightings of criteria used in existing organ allo- 
cation schemes are to some extent arbitrary. In addition, the chapter discusses the 
use of organ allocation schemes as mechanisms for incentivizing organ retrieval, and 
whether geographical restrictions within a country or transplant organization can be 
justified. Finally, while organ shortage might be hypothetically solved by replacing 
material scarcity with financial scarcity, the quest for fair allocation would remain. 

Peter Sykora (Slovakia) analyzes the underlying moral assumptions of the current 
system of organ procurement, which is based on the notion altruistic organ donation 
but is considered by many to be ‘a qualified failure’. Based on a discussion of kidney 
exchange programs, he argues that instead of seeing the solution in an organ market, 
a new approach based on indirect reciprocity holds promise. 

Zümrüt Alpınar Şencan (Germany) scrutinizes how the scarcity of organs and the 
growing ease of internet communications have led to the rise of commercial organ 
transactions. The chapter presents an overview of the moral arguments in favour of 
and against this trend. In particular, critics to organ sale relate to various approaches, 
ranging from of harm and benefit, exploitation and justice, autonomy and coercion 
as well as social values. These arguments are either (a) guided by generally adopted 
principles of biomedical ethics or moral concerns without further inquiry, or (b) mostly 
founded on contingent factors, which are adjustable. The chapter addresses a further 
concern regarding the practice: a dignity-based objection to organ selling. It argues 
that according to a social account of dignity, the practice of organ selling, independent 
of whether the subject chooses to act autonomously and regardless of the external con- 
ditions, threatens human dignity by implying that some people have less value than 
others. 

Mark Schweda and Sabine Wohlke (Germany) analyze how questions of old age and 
generational relations are increasingly receiving attention in the field of transplanta- 
tion medicine. Demographic ageing contributes to a growing demand for transplant- 
able organs, thus intensifying the problem of ‘organ scarcity’ and fueling concerns 
about the efficient use and fair distribution of donor organs. At the same time, older 
people are being discovered as potential organ donors in postmortem and living organ 
allocation. In all these contexts, positions and arguments regarding organ donation 
are interwoven with morally loaded ideas of (old) age, the life course, and intergenera- 
tional relations. Against the backdrop of current research in transplantation medicine, 
the authors provide an overview of the social role and ethical implications of age and 
generational relations in organ donation, indicating open questions and the need for 
further empirical research and ethical debate. 


(iv) Organ Recipients 


Paweł Łuków (Poland) analyzes the role of embodied personal identity and conceptions 
of good life and how this is relevant for assessing organ transplantation. He argues 
that embodied identity has a central place in every conception of a good life. Instabil- 


Exploring the Ethical Issues in Organ Transplantation 


ities in a patient’s present identity, and in their conception of a good life, can prevent 
them from developing a sufficiently stable and instructive future identity, and there- 
fore from having a good post-transplant life. An adequate response to such challenges 
may involve not only reciprocal adaptation of the patient’s post-transplant identity but 
also a reframing of the very concept of the good life when applied to life after trans- 
plant surgery. 

Rhonda M. Shaw (New Zealand) discusses insights from a large set of qualitative 
studies to critically examine the gift-discourse. Her analysis is based on 127 face-to- 
face, in-depth interviews and fieldwork undertaken in New Zealand between 2007 and 
2013 with medical professionals, living organ donors, donor families, and transplant 
recipients. The study findings indicate that while the gift-of-life discourse is the dom- 
inant cultural script available for people to articulate their experiences of organ dona- 
tion and transplantation, it is not always aligned with people’s testimonies of organ 
transfer. To address this gap in understanding, the author draws on the philosophical 
concept of epistemic injustice to show why the inclusion of perspectives from organ 
donors, donor families, and transplant recipients is ethically needed and justified. The 
chapter emphasize the importance of qualitative social science research in bringing 
these views to bear on our collective understanding of organ donation and transplan- 
tation processes. 

Sayani Mitra (UK) offers an ethical analysis of uterus transplantation (UT) using a 
normative critique of the existing ethical and legal debate from a feminist standpoint. 
By referring to a reproductive justice approach, the chapter identifies and analyses 
three ethical issues that require a gender-sensitive explanation. The first ethical issue 
revolves around the designation of UT as a ‘non-vital’ transplant procedure that simply 
improves the quality of life and the impact of this categorization on uterus retrieval 
procedures. The second issue concerns the strategy of uterus allocation and listing and 
the gendered position of the donor in the process. The third issue revolves around the 
questions as to whether UT needs to be regulated as another transplant procedure, like 
the other vascularized composite allograft organs (VCAs), or needs to be recognized as 
an assisted reproductive technology (ART). 


(v) Alternatives 


Tatjana Višak (Germany) analyzes the ethical debate on xenotransplantation, the trans- 
plantation of animal organs to humans. Her analysis features two main lines of argu- 
mentation: anthropocentric and sentientist. Anthropocentric arguments focus on 
harms and benefits for humans: the potential improvements to the welfare of organ 
recipients and their loved ones. However, the extent of this benefit is still unclear, since 
it depends on the quality of the organs and on the required public safety measures. 
The main costs for humans are the opportunity costs: the lost benefits that would have 
occurred if scarce health care resources had been invested in other, more cost-effec- 
tive, projects. Other costs include the risk of zoonoses, namely the transfer of animal 
viruses to humans, a topic that due to the Coronavirus-crisis in 2020 has received new 
attention. By contrast, sentientist arguments consider the interests of all sentient 
beings on an equal basis. These arguments allow for animal rights, which are meant to 
protect animal interests and function as constraints against killing and injuring ani- 


Solveig Lena Hansen & Silke Schicktanz 


mals for research purposes or as organ sources. From a sentientist perspective xeno- 
transplantation may be unacceptable. 

Charlotte Burnham-Stevens and Niki Vermeulen (UK) discuss case studies from the 
field of 3D bioprinting, a future prospect for transplantation medicine. The potential 
of 3D bioprinting in transplantation medicine tends to focus on its promissory power; 
its ability to ‘solve’ a number of key problems associated with traditional organ trans- 
plantation and revolutionize modern medicine. Whilst the nascent technology could 
indeed have some future benefits, it also raises social and ethical issues around its 
embedding in health care systems, including regulation, ownership, and access. For 
instance, organ bioprinting may risk further commodification of our bodies, or sustain 
or increase existing health inequalities, while its promises may heighten expectations 
and desires for ‘ideal health’. In the context of emerging ethical debates, this chapter 
combines bioethical and legal scholarship with insights from Science and Technology 
Studies (STS), using hypothetical narratives for further exploration of ethical issues. 

In the final chapter, Hagai Boas (Israel), Nadav Davidovitch (Israel), and Michael 
Yudell (USA) provide broad reflections on the public health ethics of organ transplanta- 
tion. The gap between organ demand and available supply is large, and patients across 
the globe die every day awaiting a needed organ. The authors argue that transplant 
bioethics alone cannot solve many of the problems facing transplant medicine, and 
turn instead to public health for answers. Hereby, they discuss the critical paradox 
of prevention as well as how a global perspective can challenge some assumptions 
regarding brain death and donation policies. 


Acknowledgements 


This volume is also the productive outcome of a four-year project funded by the Ger- 
man Research Foundation (DFG) (SCHI 631/7-3). We would like to thank our review- 
ers, who helped to improve all texts through their critical comments and suggestions: 
Frank Adloff, Kristof van Assche, Dieter Birnbacher, Hagai Boas, Claudia Bozzaro, 
Markus Christen, Frederic Gilbert, Daniel Kersting, Nadia Primc, Ralf Stoecker, Mark 
Schweda, Manuel Schaper, Alfred Simon, and Claudia Wiesemann. Furthermore, we 
thank Jovan Maud for his copy editing and language support on most of the articles in 
this collection. Finally, we are particularly grateful to Kristina Schneider for allowing 
us to use her artwork for the book’s cover image, which in our view symbolizes a cul- 
tural interpretation of living cells, production, and connectivity. 


References 


Bailey, Leonard L. (1990): “Organ Transplantation: A Paradigm of Medical Progress.” 
In: The Hastings Center Report 20/1, pp. 24-28. 

Blumstein, James F./Sloan, Frank A. (1989): Organ Transplantation Policy. Issues and 
Prospects, Durham/London: Duke. 

Briceno, Javier (2020): “Artificial Intelligence and Organ Transplantation — Challenges 
and Expectations.” In: Current Opinion in Organ Transplantation. DOI: 10.1097/ 
MOT.0000000000000775 


Exploring the Ethical Issues in Organ Transplantation 


Caplan, Arthur (1989): “The Gift of Life: Dilemmas in Organ Transplantation.” In: The 
Mount Sinai Journal of Medicine 56/5, pp. 395-405. 

Daar, Abdallah S. (1997): “Ethics of Xenotransplantation: Animal Issues, Consent, and 
Likely Transformation of Transplant Ethics.” In: World Journal of Surgery 21, pp. 
975-982. 

Diethelm, Arnold (1990): “Ethical Decisions in the History of Organ Transplantation.” 
In: Annals of Surgery 211/5, pp. 505-520. 

Ekser, Burcin/Li, Ping/Cooper, David K. C. (2017): “Xenotransplantation: Past, Present, 
and Future.” In: Current Opinion in Organ Transplantation 22/6, pp. 513-521. 

Fox, Renée C./Swazey, Judith P. (1992) (eds): Spare Parts. Organ Replacement in Amer- 
ican Society, New York: Oxford University Press. 

Garwood-Gowers, Austen (1999): Living Organ Transplantation. Key Legal and Ethical 
Questions, London/New York: Routledge. 

Glazier, Alexandra/Mone, Thomas (2019): “Success of Opt-In Organ Donation Policy 
in the United States.” In: Journal of the Americal Medical Association 322/8, pp. 
719-720. 

Hansen, Solveig L./Eisner, Marthe I./Pfaller, Larissa/Schicktanz, Silke (2018): “Are you 
in or are you out?!’ Moral Appeals to the Public in Organ Donation Poster Cam- 
paigns - a Multimodal and Ethical Analysis.” In: Health Communication 33/8, 
1020-1034. 

Hansen, Solveig L./Pfaller, Larissa/Schicktanz, Silke (2021): “Critical Analysis of Com- 
munication Strategies in Public Health Promotion. An Empirical-Ethical Study on 
Organ Donation in Germany.” In: Bioethics 35/2, pp. 161-172. 

Hyun, Insoo/Scharf-Deering, J. C./Lunshof, Jeantine E. (2020): “Ethical Issues Related 
to Brain Organoid Research.” In: Brain Research 1723. DOI: 10.1016/j.brain- 
res.2020.146653 

Iacobucci, Gareth (2020): “Organ Donation: England will have ‘opt-out’ System from 
May 2020.” In: British Medical Journal 368. DOI: 10.1136/bmj.m752 

Joralemon, Donald (1995): “Organ Wars: The Battle for Body Parts.” In: Medical Anthro- 
pology Quarterly 9/3, pp. 335-356. 

Lock, Margaret/Crowley-Makota, Megan (2008): “Situating the Practice of Organ 
Donation in Familial, Cultural, and Political Context.” In: Transplantation Reviews 
22/3, pp. 154-157. 

Miller, Franklin G./Truog, Robert D. (2012) (eds): Death, Dying, and Organ Transplan- 
tation. Reconstructing Medical Ethics at the End of Life, Oxford: University Press. 

Murray, Joseph E. (1964): “Moral and Ethical Reflections on Human Organ Transplan- 
tation.” In: The Linacre Quarterly 31/2, pp. 54-56. 

Pfaller, Larissa/Hansen, Solveig L./Adloff, Frank/Schicktanz, Silke (2018): “Saying 
No to Organ Donation’: an Empirical Typology of Reluctance and Rejection.” In: 
Sociology of Health and Illness 40/8, pp. 1327-1346. 

Scheper-Hughes, Nancy (2008): The Last Commodity. Post-Human Ethics, Global (In) 
Justice, and the Traffic in Organs, Penang: Multiversity & Citizens International. 

Schicktanz, Silke/Pfaller, Larissa/Hansen, Solveig L./Boos, Moritz (2017): “A Compar- 
ison of Attitudes towards Brain Death and Body Concepts in Relation to Willing- 
ness or Reluctance to Donate: Results of a Students’ Survey before and after the 
German Transplantation Scandals.” In: Journal of Public Health 25, pp. 249-256. 


? 


20 


Solveig Lena Hansen & Silke Schicktanz 


Schicktanz, Silke/Wohlke, Sabine (2017): “The Utterable and Unutterable Anthropolog- 
ical Meaning of the Body in the Context of Organ Transplantation.” In: Dilemata 
27, 107-127. 

Schweda, Mark/Schicktanz, Silke (2014): “Why Public Moralities Matter — The Rele- 
vance of Socioempirical Premises for the Ethical Debate on Organ Markets.” In: 
Journal of Medicine and Philosophy 39/3, pp. 217-222. 

Schweda, Mark/Schicktanz, Silke (2009): “The ‘Spare Parts Person’? Conceptions of the 
Human Body and their Implications for Public Attitudes towards Organ Donation 
and Organ Sale.” In: Philosophy, Ethics, and Humanities in Medicine 4/4, pp. 1-10. 

Veatch, Robert M./Ross, Lainie F. (2015) (eds): Transplantation Ethics. 2nd edition, 
Washington: Georgetown University Press. 

Woodruff, M. F. A. (1964): “Ethical Problems in Organ Transplantation.” In: British 
Medical Journal 1, pp. 1457-1460 


|. DONATION OF ORGANS AND TISSUE 


1. Making Sense of Donation 
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1. Introduction 


One of the major questions in the field of postmortem organ donation revolves around 
reasons for donation: What motivates potential organ donors and donor families 
to donate organs? If it were possible first to identify a set of factors associated with 
willingness to donate, and then to influence these factors, answering this question 
might help promote donation frequency and alleviate the global lack of organs often 
highlighted in public debates and academic literature. In this chapter, we take another 
route. Instead of identifying factors, we explore how people make sense of death and 
donation — how they reason when confronted with the option to donate. We believe 
that if we understand these meaning-making practices, we might better ensure the 
long-term sustainability of postmortem donation as well as create positive donation 
experiences. This, we believe, is a fundamental precondition for the practice of organ 
donation, and more feasible than controlling factors that lead to donation. 

Based on ethnographic studies in Denmark, we provide examples of how donor 
families and registered donors make sense of the act of donation. We suggest that 
reasons for donation reflect the way organ donation facilitates new ways for future 
donors to deal with the prospect of death, as well as new ways for donor families to 
make sense of a tragic loss. Reasons for donation are embedded in meaning-making 
practices that build upon wider sets of ideas and life values, hopes and ideals. This 
means that policymakers must stay attentive to the meanings of organ donation if they 
wish to align political frameworks and practical organizational arrangements with the 
expectations and wishes of potential donor families. 

As many studies debating donor motivation have argued, donation reasoning can 
be explored through conceptual frameworks and principles that have their roots in 
philosophy and various branches of the social sciences. While acknowledging these 
important contributions, our chapter emphasizes the importance of understanding 
the social practices of donation decisions. Organ donation produces meaning for peo- 
ple in different ways and engage them in relationships with ambiguous effects. These 
meanings vary over time and across cultural contexts. Sociologist Kieran Healy has 
argued that donation policies have worked to establish values such as altruism as a 
particular form of social force. From his perspective, altruism should be seen more 
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as a product of organ donation practices than as a pre-existing motivational cause 
(Healy 2006). Inspired by his work, we see reasons to donate as not necessarily the 
cause of donations, but rather as decisions that gradually emerge as people make 
sense of organ donation practices and death. As we will show, reasons for postmortem 
donations emerge as families attempt to align the donation decision with the values 
and personality of the deceased, and with their perception of ‘the good death’. By con- 
structing a post-donation narrative that transform a tragic sudden death into some- 
thing meaningful because of organ donation, families orchestrate death (Jensen 20114) 
and gradually articulate reasons for donation. 

When discussing reasons to donate, it is important to recognize the difference 
between reasons based on actual donation experience (the families of potential 
donors) and donation wishes (registered donors). Registered donors articulate the rea- 
sons behind their donation wishes in their daily life settings and are detached from the 
actual turmoil of a sudden donation decision. Many are not aware that in reality, only 
one in 1.000 deaths occur in a manner that makes postmortem donation an option 
(Hoeyer/Olejaz 2020). Donor families, conversely, make decisions in the hospital in 
the immediate aftermath of a sudden tragedy, while they are still deeply emotionally 
affected. The death they encounter is no longer a potential death, but a very real one. 
For such families, sudden death raises many questions other than those relating to 
organ donation. A donation request comes in a stream of other emotionally charged 
questions that families have to tackle. Studies have underlined that families base 
donation decisions on what they consider meaningful in light of their individual situ- 
ation (Berntzen/Bjgrk 2014; Forsberg et al. 2014; Jensen 2011a, 2016; Sque/Payne 1996). 
Our point is that although altruism, duty, or incentives might all factor into ‘reasons 
for organ donation’, in practice, the concrete experiences and meanings attached to 
those reasons can be very different. 

The chapter begins by outlining how reasons for donating interconnect with how 
meaning-making reflects the cultural and political context. Then we describe how 
three reasons for donating have featured prominently in the international literature 
(and in policymaking): altruism, duty, and financial incentives. Thereafter, we use 
more detailed examples from studies we have conducted in Denmark to discuss how 
Danish donor families and registered donors experience their donation decisions, and 
how these practices relate to attempts to make sense of death. Finally, based on these 
findings, we suggest that policymaking must take into account empirical insights 
into donors’ and donor families’ reasons and interests in order to balance the wish for 
increased donor rates with family care and public legitimacy. 


2. Donation Decisions Reflect Cultural and Political Contexts 


Many studies highlight the influence of national, ethnic, social, political and reli- 
gious contexts on reasons for donating and donation policies across the world (Bruz- 
zone 2008; Joralemon 1995; Sharp/Randhawa 2016; Shaw 2015; Schicktanz et al. 2010; 
Schweda/Schicktanz 2009; Wakefield et al. 2011). Some studies, for example, suggest 
that African-Americans, based on particular experiences and historical injustices, are 
more suspicious towards brain death and express less trust in American organ dona- 
tion agencies than the white majority population (Sharp 2006; Siminoff et al. 2006). 
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Many countries and big cities with diverse populations have launched campaigns tar- 
geted at specific ethnic groups and developed partnerships with religious leaders and 
cultural groups in order to foster cultural acceptance of donation practices (Jensen 
2007; Randhawa/Neuberger 2016). Conversely, recent studies suggest that even if eth- 
nicity plays a significant role in donation processes in clinical practice, donation reluc- 
tance cannot be directly associated with culture, religion or heritage (Cooper/Kierans 
2016; Kierans/Cooper 2013). The point is not to see, for example, ethnicity as having a 
particular impact on donation willingness, but instead to explore the experiences that 
make particular positions meaningful to people in given situations - and thereby to 
avoid prejudice. 

When people reflect on why they donate, their reasons are typically related to how 
death becomes meaningful, and how they envision a ‘good death’. What constitutes a 
good death differs among individuals as well as across contexts, not only because of 
cultural values and traditions, but also because of the different affordances of med- 
ical organizational systems for donation and follow-up care. The use of dead bodies 
in medicine is and has been practiced with significant variation over time and in dif- 
ferent locales. Anthropologist Margaret Lock (2002) has illustrated how postmortem 
donation was received differently in the USA and in Japan, and how policies and prac- 
tices took particular forms that reflected differing ideas about dead bodies and kin- 
ship rights and obligations. Important work has illustrated similar variations in other 
parts of the world (Hamdy 2012; Hogle 1999; Sanal 2011), pointing to the need to engage 
local perceptions, values and institutions when working to ensure the acceptability 
and social sustainability of new initiatives. 

Donations reflect the values and beliefs of the individuals of a given country; peo- 
ple are affected by the norms and values of the society in which they live. In Israel, 
some people believe that a ‘heroic death’ involves giving one’s life for one’s country, 
and that when soldiers die in battle, their individual bodies become symbolically a 
part of the collective body of the nation. Suicides or traffic accidents do not have the 
same social significance. Still, if the family consents to organ donation, these ‘ordi- 
nary’ ways of dying can be transformed into heroic deaths worthy of national attention 
and recognition (Ben-David 2005). Families adopting this view might find comfort in 
the donation and deal with the tragedy of sudden death. Likewise, in the US, organ 
donors are honored in a manner not dissimilar to the celebration of war heroes, and 
especially in the New York region, donors are compared to the heroic firefighters of 
9/11. It is quite common to hold public recognition ceremonies for organ donors where 
their images and life stories are on display. In some instances, families are presented 
with ‘gift of life’ medals, and donor family stories are publicly celebrated (Sharp 2000, 
2001, 2006; Jensen 2007, 2010, 2011a, 2011b). Such practices of recognition cannot be 
uncritically adapted to other cultural contexts because social dynamics differ (Hogle 
1999). The importance of context for the reasoning through which support for donation 
emerges points to the need to study the social values of local settings before adopting 
policy tools developed elsewhere. 


25 


26 


Anja M.B. Jensen & Klaus Hoeyer 


3. Known Reasons for Donating Organs: 
Altruism, Duty and Financial Incentives 


People can have many different reasons for deciding to donate or for declining to 
become an organ donor. Providing an overview of the entire philosophical and social 
science literature on the full spectrum of articulated reasons is thus beyond the scope 
of this chapter. We have chosen instead to focus on three of the most common and 
most debated reasons: altruism, duty, and financial incentives. In practice, different 
reasons — including these three — often intersect. As argued above, they are articu- 
lated in different ways depending on political, social and cultural context - and they 
do not necessarily precede and cause a decision; they are sometimes retrospectively 
constructed as people try to make sense of an overwhelming donation situation. The 
three reasons chosen here have been discussed in the literature as being both descrip- 
tive (explaining why people donate) and prescriptive (as a normative guidance to 
how organ donation should work and why people ought to donate). We do not want 
to assume that one can move from ‘is’ to ‘ought’ - and thereby commit what Moore 
defined as a naturalistic fallacy (Moore 1903). Nor do we take sides in the debates about 
whether a descriptive argument can overrule a normative or vice versa. Our point is 
simply to introduce key elements of the literature and provide a sense of the exist- 
ing scholarship on reasons for supporting post-mortem organ donation. In relation 
to policymaking, however, we take a clear stance. We believe that an empirical under- 
standing of donation reasoning in local settings is imperative if policymakers are to 
achieve the effects they desire. 


3.1 Altruism 


Altruism has been defined as “behaviour intended to benefit another, even when this 
action risks possible sacrifice to the welfare of the actor” (Monroe 1996: 6). Concern for 
others has been an enduring topic in philosophy, but the modern notion of altruism 
is typically attributed the French philosopher August Comte, who in the beginning of 
the 19" Century identified an unselfish desire to “live for others”. Comte wrote at a 
time when he feared egoism or individualism would ruin solidarity in modern urban 
society (Piliavin 2001). Altruism in this sense need not be directed towards specific 
individuals (see also chapter 10 in this book). Recently, the complexities of the concept 
of altruism have been central to studies of both deceased and living organ donation 
that discuss how altruism intersects with public policies and information, and with 
solidarity and self-interest in donor reasoning (cf. Hansen et al. 2018; Healy 2006; 
Moorlock et al. 2014; Saunders 2012; Thornton 2019). 

This ideal of an unselfish act devoid of expectations of something in return has 
been challenged empirically by mostly anthropological scholarship drawing on gift 
exchange theory. Marcel Mauss (1990) famously argued that all gifting is engrained in 
a threefold obligation to give, receive and reciprocate. He thereby claimed that there is 
no such thing as pure altruism. This position has shaped a great deal of anthropologi- 
cal work on organ donation, which has unfolded the relational character of obligations 
between giver and recipient (Alnæs 2001; Fox/Swazey 1992; Jensen 2007; Sharp 1995, 
2000, 2001; Sque/Payne 1994). The anthropological claim has been that gifting helps 
to maintain social order exactly by exerting demands for reciprocity (Mauss 1990, see 
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also chapter 10 in this book). The articulation of the altruistic ideal might nevertheless 
provide the act of gifting with a particular social texture that sustains relationships 
between people, institutions, and the communities in which they live. The social arti- 
culation of ideals can influence practices, even if ideals do not determine practice. 

The notion of altruism has shaped a rhetoric of ‘gifts’ often used in campaigns for 
organ donation (Hansen et al. 2018; Siminoff/Chillag 1999). Here, gifting relates to the 
idealized and normative sense of donation, not the anthropological theory. Normative 
discourses can thereby influence the meanings that are attributed to donation. In pub- 
lic campaigns, popular media and in many scientific studies, post-mortem exchange 
of organs is often framed through the concept ‘the gift of life’ (Alnæs 2001; Lock 2002). 
Lesley Sharp (1995: 365) suggests that a rhetoric of altruism is designed to encourage the 
involved parties to regard organ transplants as an unselfish and generous action that 
does not require any kind of reciprocal action: it is prescriptive rather than descrip- 
tive. Ideas about altruism also influence policies that aim to promote organ donation 
based on an assumption that provision of information about the needs of recipient will 
make people donate (Hoeyer et al. 2015, Nuffield 2011; Tontus 2019; Sharp/Randhawa 
2014). However, other studies have shown how donor families, transplant patients, 
and organ procurement organizations continue to reflect on obligations of reciprocity 
(Jensen 2007, 2011, 2017; Sharp 2006; Siminoff/Chillag 1999). 

Many donor families and members of the public embrace (or are deliberately 
encouraged to adopt) the organizational language of organ donation as a ‘gift’ (Jen- 
sen 2010; Sharp 2006). However, the social relations that are closely associated with 
the gift can also cause problems. Sociologists Fox and Swazey have argued that in 
transplantation, the psychological and moral burden is especially onerous because the 
gift is so extraordinary that it is inherently un-reciprocal: “It has no physical or sym- 
bolic equivalent” (1992: 40). People usually give gifts in return. Hence, the giver and 
the receiver are “locked in a creditor-debtor vice that binds them one to another in a 
mutually fettering way” (ibid). This is what they call the ‘tyranny of the gift’. Their work 
primarily focuses on living donation between family members, but the idea that rec- 
iprocity is more or less impossible or problematic has also had tremendous impact on 
the field of post-mortem donation (Alnæs 2001; Lock 2002; Sharp 1995, 2006; Siminoff/ 
Chillag 1999). While this work seeks to empirically challenge the notion of altruism as 
the primary reason for donation, it does not address the normative argument as such. 
Furthermore, the normative reasoning can be seen to have empirical effects as it is 
used in campaigns and shapes organizational logics, which makes altruistic reasoning 
an empirical phenomenon. 


5.2 Duty 


Another and related reason commonly discussed in the literature is duty (Altman 2011; 
Brecher 1994, Gerrand 1999; Merle 2000). In modern ethics, the normative concept 
of duty is mainly associated with the deontological ethics of Immanuel Kant. Kant’s 
famous categorical imperative suggests that one should ‘act only according to the 
maxim whereby you can at the same time will that it should become a universal law’. 
It can be discussed whether a universal duty to donate (or to help others) in any way 
follows from the imperative. However, in a narrow sense, many assume that help- 
ing those in existential need is a duty of humanity. When people articulate a duty to 
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donate, they typically refer to this type of inclination. It is thereby not derived from a 
particular (Kantian) philosophical position: the word is used in ways resembling some 
more akin to a social obligation. It is an obligation that can be argued in various ways 
and be based on multiple values. The word ‘duty’ nevertheless permeates donation 
debates, perhaps because of (rather than despite) its ambiguous meanings. 

Today, duty is mobilized in its more general sense to encourage donations, and 
often by relating it to altruism, which thereby loses its meaning as unconditioned gift- 
ing (see also chapter 14 in this book). As with altruism, the donation literature often 
refers to duty in a prescriptive manner. In turn, this use has empirical effects as it 
enters campaigns and organizational policies. When related to altruism in political 
campaigns, the duty principle of organ donation becomes regarded and articulated as 
a social obligation towards society: in public debates, statements such as ‘if you want 
to receive, you have to be willing to give,’ aim to classify organ donation as an ideally 
fair and socially acceptable exchange, and thus the social obligation to donate as some- 
thing natural (Jensen/Larsen 2020). The work of John Rawls (1999) on ‘free riders’ that 
seek to benefit without contribution has substantiated this further. The social obliga- 
tion to donate is aligned with fairness (it is not fair to benefit without contributing). 
Sometimes reluctance to accept this logic is even considered irrational (Almassi 2014; 
Eaton 1998; Hester 2004; Jarvis 1995; Steinberg 2004). Social obligation also features 
in some arguments favoring presumed consent legislation. In presumed consent sys- 
tems, citizens are automatically regarded as organ donors unless they opt out (see also 
chapter 2 in this book). Such systems have been legitimized with reference to a social 
obligation (termed duty) to donate. Other policies articulate instead an obligation to 
make up one’s mind about donation (Gill 2004; Hoeyer/Olejaz 2020). Recent studies 
have debated whether presumed consent actually promotes donation rates as intended, 
how it may challenge clinical end of life care, and how its inherent sense of obligation 
creates ethical dilemmas and high public ambivalence across Europe (Jensen/Larsen 
2020; Molina-Perez et al. 2019; Prabhu 2019; Sheperd et al. 2014). 


3.3 Incentives 


As a third reason, we will mention how some studies discuss whether incentives, such 
as financial remuneration, can or should influence the propensity to donate. Scholar- 
ship supporting incentives adopts a view of human agency that emphasizes self-inter- 
est rather than duty or altruism, and offers a number of suggestions in terms of practi- 
cal policy. Literature in this vein can be both prescriptive and descriptive. Discussions 
about incentivized action tend to stimulate reflections on body ownership and rest 
on a view of human organs as spare parts in strong demand (Brecher 1994; Burrows 
2004; DeCastro 2003; Murray 1996). Some scholars even suggest financial compensa- 
tion in the form of a so-called ‘market model’, where monetary exchange delivers the 
mechanism for allocation of organs (Satel 2008). Incentives are typically defended on 
the grounds that donation policies based on altruism and duty have failed, but incen- 
tives have also evoked ethical dilemmas and public debates (Becker 2009; Cherry 2005; 
Goodwin 2006; Hippen et al. 2009; Schweda and Schicktanz 2008; Taylor 2005). Some 
support ‘softer’ models of financial compensation, which can include remuneration 
of health care costs, or special health benefits to the family of the donor. An example 
of this is the priority rule allocation (Li et al. 2013). While only few states use incentive 
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strategies to promote organ donation, priority rule allocation has been implemented 
in Israel since 2010 (Levy 2018; Stoler et al. 2016). It entails moving registered donors, 
or relatives of deceased donors, to the front of organ waiting lists. To the extent that 
it builds on the idea that ‘if you have been willing to give, you should be allowed to 
receive,’ it can be said to link the reasoning involved in social obligations (as discussed 
above) with that of incentives. 

A critique of the use of financial incentives can be found in studies on the organ 
trade (see also chapter 11 in this book). American anthropologist Nancy Scheper- 
Hughes (1996, 2004), for example, has argued that the organ trade symbolizes global 
power structures, and the divide between rich people in high-income countries on the 
waiting list and poor people in low-income countries, who may, for example, sell their 
kidney for a minor sum, risking their health in the process. This critique is directed at 
a globally free market solution where organs are bought and sold, not regulated incen- 
tives via state policies. Based on studies from the US, anthropologist Lesley Sharp 
has argued that financial incentives involve a ‘commodification’ of the body, which 
can harm public attitudes towards organ donation because it indicates that a person 
only consists of valuable parts, and it “dehumanize[s] individuals in the name of profit” 
(2000: 293). In interesting ways, this is similar to a Kantian position. Even if organ 
transplantation was not a medical possibility at his time, Kant also spoke against com- 
mercializing bodily donations, fearing they would reduce bodies to means for other 
people and thereby undermine their inherent dignity. Commenting on the selling of 
teeth for transplants (a common practice during his time), Kant argued: 


Man cannot dispose over himself, because he is not a thing. He is not his own property 
—that would be a contradiction; for so far as he is a person, he is a subject, who can have 
ownership of other things... for it is impossible, of course, to be at once a thing and a per- 
son, a proprietor and a property at the same time. [...] He is not entitled to sell a tooth, or 
any of his members. (Kant 1997: 157) 


How do contemporary citizens view incentives in this area? A review from 2013 on 
public attitudes towards financial incentives for organ donation identified a consid- 
erable preference for non-commercial forms of organ procurement, but also a need 
to consider alternative perceptions of financial means. These incentives could include 
remuneration of expenses in ways that could be experienced as signs of respect and 
reciprocity, such as payment of funeral expenses (Hoeyer et al. 2013). It is, however, 
important to keep in mind that what might seem like similar policies on financial 
incentives can have different implications in different contexts depending on, for 
example, available options for social security and health care and cultural perceptions 
of the body (Schweda/Schicktanz 2009). 


4. Denmark as Case Study: Methods and Context 


In the following, we will substantiate our central claim that reasons for donations 
relate to how people make sense of death, dying and donation, and that this process of 
sense-making reflects the social context in which people contemplate these issues. We 
base our argument on anthropological studies of Danish donor family experiences and 
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the attitudes of registered donors in Denmark (Hoeyer et al. 2015; Jensen 2011a, 2011b, 
2.016; Olejaz/Hoeyer 2016). We draw on data from twelve years of anthropological stud- 
ies across several research projects, and some quotes have been published in the pub- 
lications we reference. Anja Jensen has conducted field studies at neuro-intensive care 
units, including participant observation during organ donation cases, and she has 
conducted interviews with donor and non-donor families (N=102). Together and inde- 
pendently, we have interviewed hospital staff (N=78) and registered donors (N=48). 
Along with colleagues, we have also administered a national survey of public attitudes 
to donation in Denmark with questions based on our qualitative work (Nordfalk et al. 
2016), from which we will include data on reasons for donation. 

Denmark, it is worth pointing out, is a rather special context for organ donation. 
Denmark has low donation rates compared to other European countries, and also 
struggles to encourage individuals to sign up to the donor registry. In 2018, three 
out of four organ donors in intensive care units had not registered a prior decision in 
the register. Donations therefore had to be decided by their families (Jensen/Larsen 
2020). Denmark was once known among the medical community internationally for 
its skepticism towards brain death and organ donation (Lock 2002; Rix 1999). Brain 
death did not become a criterion of death until 1990, after an intense public debate. 
More recently, in contrast to most other European countries, Denmark has rejected 
adopting presumed consent legislation in organ donation (Jensen/Larsen 2020). There 
is evidence, however, that the Danes’ stance towards organ donation has changed. In 
1995, just 30 per cent of the population stated that they were ‘positive towards organ 
donation’. In 2016, that number had risen to 92 per cent (Nordfalk et al. 2016). In 2021, 
Denmark will follow the majority of European countries and implement donation 
after circulatory death. 

In the following, we make three claims about the reasons for donations. We sub- 
stantiate these claims with material from our fieldwork in each section. Our hope is 
that the three general claims might be valid in contexts other than Denmark, though 
we believe the particular values enacted in practice will remain local. 


4.1 Organ Donation Helps Relatives Making Sense 
of Tragedy and Creates a Legacy for the Deceased 


Danish families often articulate their donation decision as a way to ascribe some 
meaning to a tragic death. For them, the most important issue is not primarily sav- 
ing other patients; it is about making a decision that is in accordance with the leg- 
acy of the deceased and thereby creating a meaningful aftermath (Jensen 2010, 2011a, 
2011b, 2016a). Often this kind of reasoning reflects stories about the kind of person the 
donor used to be. Leo, a man in his thirties who lost his father, Erling, had always been 
in favor of organ donation and had had no doubts when deciding whether his father 
should become a post-mortem donor. His sister and his mother, however, found the 
decision very difficult and were not sure they could allow Erling’s body to be submitted 
to surgery. Leo explained that he and his brother then talked to their sister and mother 
about it, using these words: 


| thought we should see it in relation to how my father lived his life and my father’s 
values. And that can be very hard to apply to such a situation, and it is not something 
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you can redo. But my father was always helping others. He supported us no matter 
what and always thought of others first. He was the kind of man who helped all of us 
adult children renovate our bathrooms. He always worked hard so we had the freedom 
to educate ourselves. So in relation to how he lived his life, we had no doubts that he 
should donate his organs. (Jensen 20114: 110) 


After he shared his thoughts with them, Leo explained, his sister and mother agreed. 
They could also see that helping others to survive was in accordance with the way Erling 
had lived his life. In this way, by looking at the social history, the values and the pre- 
vious actions of the individual, the family members could construct organ donation 
as a respectful and sense-making way of ending life. Here, we also see the connection 
between the normative arguments about altruism and the social practice of deciding: 
Erling’s family relied on values associated with altruism to make sense of his life and 
death. For Leo, and also many other families in Jensen’s studies, acknowledging the 
deceased and his life values, which included helping others, becoming a donor is a 
meaningful way of orchestrating death during and after a tragic loss (Jensen 2011a). 

One time, Jensen sat at the kitchen table of Betty, a woman in her late 40s who had 
lost her brother John. John and his ex-wife had divorced ten years before his death, and 
after this his already serious drinking habit turned into alcohol abuse, isolating him 
physically and socially from his family and friends. After several attempts to treat his 
alcohol abuse, he ended up in a treatment center, but his drinking nevertheless per- 
sisted. Betty gave several examples of her efforts to support her brother. She blamed 
herself: “Why was I not able to help my brother?” she said. “I felt like a failure.” Some 
months after entering the center, John was rushed to hospital with a brain hemor- 
rhage. Betty and her father were told that John was brain-dead and asked if they would 
consider donating his organs. “We said yes right away,” Betty told me. “John was that 
kind of person, and it made perfect sense if somebody could benefit from this.” Just 
like Leo’s relatives, she characterized her deceased brother as an altruistic person, and 
it helped her remember him in a positive manner, despite his difficulties with fulfilling 
these ideals in the course of his lived life. 

Betty revealed that despite the tragic situation, she thought the time following 
the decision to donate was exciting. Doctors were running in and out for tests and 
blood samples. She was intrigued about which organs could be used, who was going to 
receive them, and how the transplants would turn out in the end. She told Jensen that 
she had even considered sneaking into the hallways of the hospital in Copenhagen to 
see the recipients of her brother’s kidneys. “I can only imagine the newspaper head- 
lines,” Betty said, laughing: “Mysterious woman caught sneaking around in the kidney 
department at the Copenhagen University Hospital.” Betty was not able to help John, 
but by donating his organs, she was able both to help others and to find meaningful 
closure to his life. Associating organ donation with John’s personality was so much 
better than remembering the severe alcohol abuse, the loneliness and the many fail- 
ures that characterized his last decade. “It isa good aftermath,” she said (Jensen 2011a: 
228-229). When discussing the fact that families in other parts of Denmark receive a 
‘thank you’letter, Betty said: “I would have liked such a letter. I could have put such a 
letter in the folder I have with all his papers with pride. I would have placed it in the 
front of the folder as a way to wrap up the life of my younger brother.” (Ibid: 229) 
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While the story of organ donation cannot change John’s issues with alcohol abuse 
~ his life history — it can somehow change the story of his life. By way of organ donation, 
John’s death becomes a ‘good death,’ and, ironically, a contrast to his tragic life. Betty 
likes the idea of recognition of reciprocity, almost as if it can mend the failure to con- 
nect reciprocally during the period of alcohol abuse. In these ways, themes of altru- 
ism, duty and the social obligations of reciprocity become resources for sense-making 
when people are confronted with death and organ donation. 


4.2 The Thought of Usability can be Comforting 


A persistent theme in the literature on post-mortem organ donation has been the 
proposition that technology manipulates death in order to align it with what Lock has 
coined “the utilitarian interests of the transplant world” (Lock 1996: 596). The critique 
of utilitarian reasoning has suggested that it promotes the type of ‘spare parts’ view of 
the human body discussed above (Fox/Swazey 1992). Many studies suggest a potential 
conflict between dignity and utility - a conflict that resonates with famous divides 
in philosophy. While we do not dismiss the relevance of the normative debate about 
this conflict, our empirical studies among Danish donors and donor families suggest 
that, for some, utility can support the sense of dignity. Furthermore, it is not only the 
‘transplant world’ (i.e. the medical staff) who objectify body parts; donors and donor 
families can experience objectification and utilitarian discourses as meaningful and 
dignified. We have encountered families and registered donors who use objectifica- 
tion and the image of utility when coping with despair and when trying to make sense 
of death and donation. Bente and Carsten, for instance, are the parents of a teenage 
boy, Adam, who was shot in the head. Thinking about the donation process, Carsten 
explained: 


Before we got the message that the left part of the brain was ruined, the hope we had 
that he would survive had turned around to a hope that the doctors would give us that 
message. As | was quoted in one of the newspapers, it was a question of vegetable or 
funeral. So it turned into a hope that it went fast—and a hope that his heart would last 
the pressure. If his heart stopped, he could not be used for organ transplantation and 
that would be bad! | was very cynical and said of course we are going to do that; we 
cannot use him for anything else. So we hoped that he would last. (Jensen 2016: 386) 


For this family, hope for survival changed into a hope that death would finally come 
and that his body could be used for something. For Bente and Carsten, organ donation 
was a better alternative than a life ‘as a vegetable’. Of the scenarios they could imagine, 
organ donation became the best outcome they could hope for. Such narratives often 
figured in the stories of donor families, sometimes with strong metaphors to under- 
line their appreciation of the functionality of the dead body. Ole, who lost his adult son 
Tobias, explained his distinction between ‘person and part’ like this: 


| think | have the distinction that as soon as Tobias was declared brain-dead, the person 
Tobias was gone. The rest is a maintenance box, a spare parts box. And I have never had 
any problems or scruples about that. To repeat myself, it is with joy and pride | think 
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about Tobias being so conscious of wanting to help others. All we did was live up to his 
expectations. That’s it. (Ibid: 387) 


By conceptualizing Tobias’ body as a ‘spare parts box’, Ole makes it meaningful to pass 
on the organs. This distinction in turn influences the way he memorializes Tobias. It 
gives him joy and pride to think about the determination of Tobias to become a donor. 
As such, organ donation shapes the legacy of the dead and accentuates a new kind 
of hope at a point in time where hope for survival is gone. This occurs not despite but 
because of and through the usability of the body. Though the debate about incentives 
emphasizes the risk of ‘commodification’ as a consequence of objectification, we see 
here that objectification can form part also of social dynamics through which families 
find hope and construe narratives of dignity. The transformation of a person into an 
object for transplantation allows families to orchestrate a good death. In many cases, 
utility and dignity are closely connected in donor family practices of hope (ibid). 

In our interviews with registered organ donors, most highlighted a sincere wish to 
have their bodies used as much as possible (Hoeyer/Olejaz 2020). Benazir, for example, 
was ayoung academic woman with an immigrant background who was ambitious and 
socially engaged. She said: “Well, of course, if I — let’s say that I die at the age of 24 - 
then, of course, I’d really, really hope that I would die in a manner making it possible to 
help others [brain death]. Compared to ... dying just ordinarily and then lying there in 
the grave putrefying bit by bit.” (ibid: 4). A part of our methodology was in every inter- 
view to search for limits to legitimate use as a way of understanding people’s moral 
reasoning. When asking a young father, Jonas, about limits, he explained that he had 
none. Any kind of use would be better than ‘being eaten by worms’: 


Jonas: ‘You may do anything! Feed me to the cats, I’m dead [his emphasis, laughing]. 
Really, I’d rather not be buried in a coffin; I’d like to be used, for whatever. Bury me 
under an apple tree then | can be used as fertilizer. 

Klaus: ‘What is the difference between fertilizing the graveyard and an apple tree?’ 
Jonas: ‘You eat the apples off the apple tree. A churchyard is not very productive; it’s not 
fertilization, it’s waste. (Hoeyer/Olejaz 2020: 421-422) 


In a similar vein, Karen - also a registered donor — said that they could use all of her 
if they wanted, “...if you want to boil the meat off and make me into a skeleton, that is 
okay too” (Olejaz/Hoeyer 2016: 23). 

Another registered donor, Ingrid, detached her person (or soul) from her dead 
body. Being a member of an interdenominational Christian movement, Ingrid imag- 
ined that the soul leaves the body upon death, living on in Heaven, and that Jesus does 
not need bodies in Heaven. She said: “You know, when I am dead, then Iam in Heaven 
with the Lord and what happens with my body? If anyone can use it then I think it’s 
wonderful” (ibid: 22). For her, imagining the body being used was not about losing 
bodily integrity, as some studies have suggested (Sanner 1994, Stephenson et al. 2008); 
rather, it informed the reasoning that made registering as a donor meaningful (Olejaz/ 
Hoeyer 2016, Hoeyer/Olejaz 2020). 
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4.3 Donation Decisions Reflect Relations to Body, Family and Society 


When families contemplate donation decisions, their reasoning reflects a wider set of 
relations between the family and the deceased, relations within the family, as well as 
broader social relationships to the health care institutions and the welfare state. What 
might formally be an autonomous decision is embedded in social relations. We now 
give an example illustrating how donation is not always an easy decision, and how 
different relations between families and society, each with different temporalities, 
interact when donor families try to make up their minds. 

Alice and Jim lost their 15-year-old son Morten in an accident. They came to Jensen’s 
apartment one winter night and sat across from her with tears in their eyes, holding 
their coffee cups tight. Alice began explaining the course of events, and when telling 
Jensen about the question of organ donation, Alice emphasized her considerations 
about the body of her son: 


My first reaction was no. They shall not touch him. It is my child. They shall not start 
cutting him open. They shall let him be as intact as he is. They cannot cut into my child. 
|I must look after him. | must protect him. It was really, really difficult for me in the time 
after we said yes to donation. | felt guilty towards my son [...] | really felt | let him down 
because | left him while his heart was beating. And then again, rationally, | knew that 
the heart would stop beating as soon as they removed him from the respirator. But at 
that time, it did not matter. | let him down. (Jensen 201714: 168) 


As his mother, it was almost impossible for Alice to leave Morten and thereby stop 
protecting the body of her child. Many of the parents Jensen interviewed felt that it 
was intrinsic to the role of a parent to protect the body of a child. Alice nevertheless 
explained that she had since come to the realization that organ donation was good 
because it was what Morten had wanted. A new relation - between Morten and the 
anonymous recipients — worked with a different temporality, and the mother’s short- 
term urge to protect her child was replaced with a willingness to allow him to do good 
for others. Donation created a new future for Morten. 

Historian Ruth Richardson (1996, 2007) provides a historical and contextual back- 
ground for understanding such challenges of leaving the dead and transplanting body 
parts. She describes that in the UK in the early 18" and 19" centuries, it was considered 
a duty not to leave a dead body alone. This was based on the assumption that the dead 
body still had needs, the soul might still be present, and the “hopeful fear that the dead 
might return to life and require assistance” (Richardson 2007: 6). In addition, people 
believed that cutting the body could damage the soul, cause haunting, and prevent the 
possibility of resurrection (Richardson 1996: 71). Centuries later, in our age of modern 
medical technology and an information paradigm where public campaigns are care- 
fully designed to convince the public to become organ donors (Hansen et al. 2018), it 
still matters how the body of a family member is handled. Trusting that death has 
occurred, accepting the need to say goodbye while the heart is beating, and balancing 
the wish to donate with the urge to keep your family member intact all influence the 
family’s donation decisions and grieving (Jensen 2011a; Sque/Galasinski 2013). 

In many instances, the sense of belonging to a particular community features in 
family reasoning on organ donation. After losing his ex-wife Kate, sixty-eight-year-old 
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Jens told the story of choosing to donate her kidneys. Jens differed from other donor 
families in that he did not draw heavily on his emotions when sharing his story, instead 
focusing on the background of his family’s decision and the more general social obli- 
gations of donating organs: 


| don’t see it as a gift; | see itas an attitude. As a natural thing living in the society we do. 
| mean, we do expect that somebody will come and pick us up if we fall, and take care 
of us. And if somebody is hurt and needs a kidney, then | find it reasonable if somebody 
that is passing away can deliver a useable kidney. | find it natural. And based on my 
own opinion, | have a hard time understanding the debate. [...] | consider it the same as 
helping an old lady who falls in the street. | would stop my car and help her to her feet. 
My fundamental attitude is that as a Danish citizen | can use the facilities in this country. 
And then itis natural for me that | also have an obligation, when I am not here anymore, 
that they can use whatever parts and bits they like. And | think that should be a part of 
Danish citizenship or whatever. (Jensen 2011b: 143) 


Jens’s narrative opens a window to investigate how ideas about social obligations and 
the perception of duties of citizenship shape his reasoning on organ donation. ‘Obli- 
gation’ is here part of his sense-making, and he associates it with belonging to a place 
and a community. His recollection connects the personal narrative with the national 
orchestration of a good death (Jensen 2011b). What we wish to underline here is that 
reasons for organ donation are deeply intertwined with the ideals and values sur- 
rounding the ‘good death’ in the particular time and society where the decision needs 
to be reached. They acquire their particular emotional flavor based on the relation- 
ships through which people negotiate and make sense of organ donation; and similar 
reasons might therefore be experienced very differently for different groups of people. 


5. Conclusion: Lessons for Policymaking 


Important prescriptive work in philosophy and other disciplines has established a pool 
of reasons in favor of organ donation. In particular, reasoning based on notions of 
altruism, duty and incentives has been influential and shaped scholarly as well as pub- 
lic debates. The various lines of reasoning have supported as well as worked against 
the idea that donation is the right choice. Conversely, descriptive work exploring how 
reasoning operates in practice has illustrated the ways in which normative reasons 
can interact and produce unexpected outcomes. Drawing on our own work, we have 
shown how people reason in light of context. In practice, potential conflicts and dis- 
tinctions can dissolve so that utility and objectification can inform attempts to ensure 
dignity and respect for subjectivity. 

Often policy makers define organ donation issues as ‘ethical’ and include recom- 
mendations from ethicists, philosophers, or as in Denmark, an Ethics Council that 
advises parliament or ministries. While policymaking can benefit from the reasoning 
developed in normative ethics, we believe that policymaking on organ donation can 
also benefit from empirical insights into donation reasoning. For instance, Jensen was 
invited to talk about her research on donor family experiences by the Danish Secretary 
of Health, when politicians debated whether or not to implement presumed consent. 
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Insights on family decision-making and grief, topics that politicians usually have no 
access to explore, might not change political attitudes, but they provide empirically 
based argumentation to build more socially robust policies. A better understanding 
of how people in different contexts make sense of organ donation - and sometimes 
use organ donation to make sense of death — can help build socially sustainable insti- 
tutions. Sustainability involves trustworthiness and sensitivity towards core values 
among the citizens affected by the adopted policies. We cannot assume that people 
weigh up options in uniform ways irrespective of context, and therefore we need to 
invest in studies of donor reasoning locally to make policies that respect local values. 
Reasoning also changes over time. There is therefore a need for continuous studies of 
donor reasoning. 

One policy area that might particularly benefit from a deeper empirical engage- 
ment is the discussion about presumed consent. Presumed consent policies are asso- 
ciated with increasing donor rates, though it is debatable whether this effect stems 
from the investment in public campaigns and increased national attention rather than 
the policy per se (Albertsen 2018; Rhitalia et al. 2009; Sharif 2018; Shaw 2018). Gener- 
ally, a national policy of presumed consent raises questions regarding the role of the 
family of the potential organ donor in the organ donation decision (Delgado et al. 2019; 
Shaw 2017). Should the donor’s opinion be overruled? How does this comply with fam- 
ily communication and end-of-life-care in organ donation? Across Europe, presumed 
consent legislation is organized and practiced in different ways ranging from soft opt- 
out, where the family is included in decision-making, to hard opt-out, where families 
cannot veto a donation (Noyes et al. 2019; Prabhu 2019). The same policy, presumed 
consent, interacts with different values and organizational infrastructures in dif- 
ferent countries, and therefore may have different effects. We believe that it is import- 
ant to study dominant forms of reasoning in local contexts before adopting such policy 
changes. Policy developments benefit from both prescriptive and descriptive perspec- 
tives. It can also help policymakers to articulate criteria of success for a policy change: 
Is it the number of donations? Or the level of care for relatives? Or, perhaps, sustained 
public trust and legitimacy? 

If national policies consider appropriately how people make sense of death and 
donation, donor rates can develop in balance with family care and public legitimacy. 
We believe that this balance cannot be found without a strong empirical engagement. 
Akey task therefore remains to explore how the decision to donate can be made mean- 
ingful for those who have to live with it. 
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2. Defining Consent 
Autonomy and the Role of the Family 


Alberto Molina Pérez, Janet Delgado & David Rodriguez-Arias 


1. Introduction 


“[O]rgans may be removed from the bodies of deceased persons for the purpose 
of transplantation if: (a) any consent required by law is obtained, and (b) there is no 
reason to believe that the deceased person objected to such removal.” (World Health 
Organization) 


Consent is usually considered the ethical cornerstone of organ procurement (OP). The 
World Health Organisation’s Guiding Principle 1 on human organ transplantation 
stresses its ethical importance and emphasizes that a valid indication of the deceased’s 
objection to the removal of his or her organs must prevent such removal. In addition, it 
indicates that procurement programs under explicit consent (opt-in) policies “typically 
seek permission from the family even when the deceased gave pre-mortem consent”, 
while programs under presumed consent (opt-out) “may be reluctant to proceed if the 
relatives oppose the donation” (WHO 2010, 2). 

A trend towards presumed consent (according to which every deceased person is 
a potential donor) can be observed in Europe, where several countries have changed 
their legislation in that direction in recent years (England, Greece, Iceland, The Neth- 
erlands, Scotland, Wales) or considered doing so (Denmark, Germany, Romania, Swit- 
zerland). Beyond Europe, Chile and Japan switched to presumed consent in 2010, and 
Uruguay did so in 2013. Australia and several US states have also considered this but 
eventually decided against it. 

Atendency towards lessening the role families have in the decision about OP is also 
evident. In 2006, the USA amended the Uniform Anatomical Gift Act to restrict the 
family’s authority to veto the deceased’s first-person authorization. France amended 
its law in 2017 to “reinforce” presumed consent so that families can no longer oppose 
nor veto OP. Argentina updated its opt-out law in 2018 so that relatives are not even 
required to inform the medical team about the deceased’s wishes, thus removing any 
family involvement. Uruguay enacted a similar law in 2013. Prior to this, only Austria 
was known to have such a ‘hard’ opt-out legislation. 

While consent is considered a key element for acceptable OP, how it is understood 
varies widely. In the first section, we attempt to systematically classify all different 
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models of consent in that field. We claim that these models can vary widely depending 
on whether decisional authority is given only to living prospective donors, to donors 
and their relatives, or exclusively to the family. In the second section, we examine the 
concepts of autonomy underlying these models: individual, relational, and family 
autonomy. In the third section, we discuss some ethical issues derived from presumed 
consent and family veto. 


2. Consent Models for Organ Procurement 


There are three main kinds of systems for deceased organ procurement (OP): altruis- 
tic, commercial, and compulsory. Altruistic systems are the most common worldwide, 
based on the idea that organ donation is a free gift that relies upon individual auton- 
omy. Commercial or market-based systems are based on incentives (financial or not) and 
on the idea that organs are commodities subject to supply and demand. Finally, com- 
pulsory systems do not depend on the individual's autonomous decision to donate or 
to sell their organs but on national or local regulations. Compulsory systems can take 
two opposite forms: conscription (or confiscation), under which OP is mandatory; and 
prohibition, under which OP is illegal. In the following, we will only focus on altruistic 
and compulsory systems. 

Altruistic models of consent for deceased OP can be classified according to the rel- 
ative authority they grant to three main variables: (1) the preferences expressed by the 
deceased, if any; (2) the preferences expressed by the family, if any; and (3) the default 
policy when no preference has been expressed by either the deceased or the family 
(Delgado et al. 2019).’ 


2.1 Definition of Terms 


2.1.1 Preferences of the Deceased 

Individuals can either consent or refuse to donate their organs after death. ‘Consent’ 
is understood here as explicit permission granted by the deceased to the removal of his 
or her organs, while ‘refusal’ is an explicit objection by the deceased. We consider that 
the absence of an expressed refusal is not equivalent to the deceased’s consent, and 
the absence of expressed consent is not equivalent to the deceased's refusal. In some 
countries, individuals also have the option to request a proxy or surrogate to make the 
decision on their behalf after they die. 


1 Several other variables could have been taken into account, but they would have excessively compli- 
cated an already complex picture. For instance: the decisional capacity of the medical, legal or reli- 
gious authorities; the role of community leaders; procedures to express preferences; incentives (e.g. 
prioritization in the waiting list of recipients, monetary rewards for survivors); directed post-mortem 
donation (e.g. family-oriented priority). 
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2.1.2 Role of the Family 
The family” may be allowed to intervene in three incremental ways in the decision-mak- 
ing process: 


1. As a witness of the deceased’s preferences: The family can obtain and record the 
deceased’s most recent expressions of consent or refusal and communicate them 
to the medical team. 

2. As a surrogate of the deceased: The family can be allowed to decide on OP when the 
deceased has not. Depending on the default policy, they can authorize or oppose the 
removal, and their decision can be based either on their own views or on what they 
speculate the deceased may have wished. 

3. As the final decision-maker: The family can be allowed to make the final decision 
on OP despite and against the wishes of the deceased. They can: a) overrule the 
deceased's consent by blocking (vetoing) the removal of organs, or b) overrule the 
deceased's refusal by allowing the doctors to proceed. 


In some jurisdictions, the family may not be allowed to intervene at all in OP deci- 
sion-making. Although they might be kept informed about what is going to be done 
with the organs, they are not consulted. 


2.1.3 Default Policy 

Organ procurement policies can be defined by the default option that applies when the 
deceased's wishes are unknown to the medical team. Opt-out policies allow organs to 
be automatically removed under such circumstances, while opt-in policies forbid it. 
A third option, known as ‘mandatory choice’, requires by law that all adults express 
their decision while executing state-regulated tasks, such as registering for a driver’s 
license or applying for a renewal of their ID card.’ 


2.2 Clarifying the Complexity of Systems 


The labels ‘soft’ and ‘hard’ are sometimes used in the literature to characterize opt-in and 
opt-out policies depending on whether or not families are involved in the decision-mak- 
ing process (cf. Rithalia et al. 2009a; Shepherd et al. 2013; Etheredge et al. 2018). How- 
ever, these categories are unable to account for the complexity of a family’s range of 
possible actions in different circumstances, and they may create more confusion. 

For example, according to their laws Austria and Spain can both be called ‘hard 
opt-out’ countries, but their systems are actually quite dissimilar. In Spain, because 
there is no register of refusals, physicians are required by law to ask relatives about the 


2 We use the word “family” throughout to refer to those involved in discussing OP with health care pro- 
fessionals: relatives, next-of-kin, and friends of the deceased, who may have different knowledge and 
Opinions regarding both the patient’s donation preferences and OP in general, and who may disagree 
about what the deceased would have wanted, and whether to obey his or her wishes. In some coun- 
tries, such as the UK and Chile, the decision-making person within the family is determined by law ac 
cording to a hierarchical list of relatives. 

3 To our knowledge, New Zealand is the only country worldwide to implement a true mandatory choice 
system. 
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deceased's preferences. In addition, physicians are required by practical guidelines to 
ask for an authorization from the family to proceed with organ removal. In Austria, by 
contrast, individuals can register their refusal to donate, and relatives have no legal 
role whatsoever. In practice, the situation is less clear, and physicians may or may not 
consider the wishes of the family. 


Decea- Model of | Role of the family 
sed's consent 
wishes No role Witness Surrogate Full decisional 
(LO) (L1) (L2) authority 
(L3) 
Unknown | Opt-out Can inform about MEE A OP* Can oppose OP* 
7 the deceased's 
wishes 
Opt-in Can inform about | tei) <\hurerr= Can authorize 
- the deceased's (0l oP* 
wishes 
Consent Opt-in, Can update Can update Can overrule 
Opt-out |— the deceased's the deceased's consent 
wishes wishes 
Refusal Opt-in, Can update Can update Can overrule 
Opt-out |— the deceased's the deceased's refusal** 
wishes wishes 


Table 1: Levels of involvement of the family by columns in increasing order. Each level 
specifies what relatives can do under three different situations ordered by rows: when the 
medical team does not know the wishes of the deceased (“Unknown”), when the deceased had 
explicitly consented to becoming a donor (“Consent”), and when the deceased had explicitly 
objected to becoming a donor (“Refusal”). The table also takes into account the model of 
consent (opt-in, opt-out), although this variable is relevant only when the deceased’s wishes 
are unknown. Source: Delgado et al. (2019). 

* The family can be asked to make a decision either on behalf of the deceased or according to 
their own views. 

** This option is theoretically possible but unlikely in practice. 


For clarification and standardization purposes, we have proposed a simple but compre- 
hensive framework that systematically categorizes the role of the family in relation to 
the deceased’s preferences and the systems’ default policy (Delgado et al. 2019). 

Table1 shows four possible incremental levels of family involvement. Each level includes 
actions families can do, depending on the deceased’s wishes and the default system: 


1. At the lowest level (Lo, no role), the family has no involvement whatsoever. They 
may be informed about what will happen to their loved one’s organs, but they are 
not consulted. 

2. At the next level (Lı, witness), relatives are considered as mere witnesses of the 
deceased’s preferences. They may be asked for information about the deceased’s 
last wishes, if any, but they are not allowed to make any decision on their own. 
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3. Atthe subsequent level (L2, surrogate), in addition to being witnesses, relatives may 
be allowed to make a decision if the deceased has not. This decision may be made on 
behalf of the deceased or according to their own views. At this level of involvement, 
the family can overrule the system’s default, but not the deceased’s wishes. 

At the highest level (L3, full decisional authority), the family may be granted a full 
decisional capacity, even when the deceased had expressed a preference. They may 
be allowed to overrule the deceased's decision and, therefore, be given the last 
word regarding OP. 


4. 


2.3 Taxonomy of Consent Models 


Building on Table 1, we propose a comprehensive and fine-grained taxonomy of all jus- 
tifiable models of consent, either actual or theoretical, that take into account the three 
variables: the deceased’s preferences, family preferences, and the default policy. This 
taxonomy results in the following ten categories (Table 2, Fig. 1): 


# | Model Description Default 

1 Deceased’s | If the deceased expressed a preference, | a b 
wishes only | it is respected; otherwise, the default (opt-out) (opt-in) 

policy applies. The family may or may 

not be allowed to inform/update the la. Organs procured, | 1b. Organs not 
medical team about the wishes of the unless the deceased procured, unless 
deceased, but they cannot decide under | had refused OP. the deceased had 
any circumstance. consented to OP. 

2 | Deceased’s | If only the deceased expressed a 2a. Organs procured, | 2b. Organs not 
wishes preference, it is respected; if only the unless the deceased procured, unless the 
mostly family expresses a preference (the refused OP or, if the deceased consent- 

deceased did not), it is also respected; if | deceased's wishes are | ed to OP, or if the 
both have expressed a preference, the unknown, when the deceased's wishes are 
deceased's prevails; and if neither party | family opposes OP. unknown, when the 
has expressed a preference, the default family authorizes OP. 
policy applies. 

3 | Deceased’s | If the deceased expressed a preference, | 3a. Organs procured, | 3b. Organs not 
wishes or it is respected, unless the family dis- unless the deceased procured, unless the 
agreement | agrees; in that case and all other cases, | refused OP AND the deceased consented 

the default policy applies. family either opposes | to OP AND the family 
OP or expresses no either authorizes 
preference. OP or expresses no 
preference. 

4 | Agreement | If both the deceased and the family 4a. Organs procured, | 4b. Organs not 

only agree, their shared preference is unless the deceased procured, unless the 
respected. In all other cases, the default | refused OP AND the deceased consented 
policy applies. family opposes OP. to OP AND the family 
authorizes OP. 
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# | Model Description Default 
5 | Family If the family has expressed a preference, | 5a. Organs procured, | 5b. Organs not pro- 
wishes or it is respected, unless it contradicts the | unless the family cured, unless the fam- 
agreement | deceased's expressed preferences; in opposes OP AND the ily authorizes OP AND 
that case and all other cases, the default | deceased had either the deceased either 
policy applies. also refused OP or had also consented to 
had expressed no OP or had expressed 
preference. no preference. 
6 | Family wis- | If only the deceased expressed a 6a. Organs procured, | 6b. Organs not 
hes mostly | preference, it is respected; if only the unless the family procured, unless the 
family has expressed a preference (the opposes OP or, if the | family authorizes OP 
deceased did not), it is also respected; family wishes are or, if family wishes 
when both have expressed a preference, | unknown, when the are unknown, when 
the family’s prevails; and when neither deceased had refused | the deceased had 
party have expressed a preference, the OP consented to OP 
default policy applies. 
7 | Family If the family has expressed a preference, | 7a. Organs procured, | 7b. Organs not 
wishes only | it is respected; otherwise, the default unless the family procured, unless the 
policy applies. opposes OP family authorizes OP 
8 | Refusal If only the deceased expressed a 8a. Organs procured, | 8b. Organs not 
prevails preference, it is respected; if only the unless the deceased procured, unless the 
family has expressed a preference (the had refused OP and/or | deceased and the 
deceased did not), it is also respected; the family opposes OP | family both agreed 
and when the deceased and the family with OP, or at least 
have conflicting preferences, refusal/ one has consented or 
opposition (whoever has expressed it) authorized OP while 
prevails. the other party has ex- 
pressed no preference. 
9 | Consent If only the deceased expressed a prefer- | 9a. Organs procured, | 9b. Organs not 
prevails ence, it is respected; unless the deceased procured, unless the 
If only the family has expressed a and the family both deceased consented 
preference (the deceased did not), it objected to OP, or at OP and/or the family 
is also respected; if the deceased and least one has refused | authorizes OP. 
the family have conflicting preferences, | or opposed OP while 
consent/authorization (whoever has the other party has 
expressed it) prevails. expressed no pref- 
erence. 
10 | Default only | The default policy always applies, 10a. Organs always 10b. Organs never 
irrespective of the deceased's and the procured procured 
family's preferences. 


Table 2: Taxonomy of models of consent for organ procurement according to three variables: (1) 
deceased’s wishes, if any; (2) family wishes, if any; and (3) default policies. Several of these models (3a, 


4, 5, 7, 9, 10a) are theoretically possible but may not have been implemented so far. 
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Conscription 


A i a: default is to procure 


| b: default is not to procure 


1a / 2a // 3a / 4a \ 5a 6a \ 7a 

Deceased's // Deceased's f pecai aah \ Family wishes \\ Family wishes _\\ Family wishes 
H ( R ( wishes or (( Agreement only ) 
wishes only \\ wishes mostly Ñ / or agreement mostly only 
\ agreement / f, / 
1b \ 2b N 3b \ 4b f: 5b / 6b 7b 
8a \ 
<< Individual wishes prevail , Refusal Family wishes prevail ——————> 
aD prevails 


Prohibition 


Fig. 1. Consent models for organ procurement organized in a cross diagram. On the 
horizontal scale, models that prioritize the wishes of the deceased on the left (#1 to #3) or 
those of the family on the right (#5 to #7). On the vertical scale, models that do not prioritize 
one party over the other but favor the objection to OP (#9a, #8b), whoever it comes from, over 
consent or authorization (#8a, #8b). On the edges of the vertical line are two models that do 
not take any preferences into account: organ conscription (#10a) and prohibition (#10b). At 
the center of the cross are the two models (#4a, #4b) that do not prioritize one party nor one 
decision over the other 


2.4 Distribution of Consent Models around the World 


Descriptive information regarding the existing policies for OP around the world is 
scarce, incomplete, and quickly outdated, because countries change their legisla- 
tion from time to time. Additionally, there are differences between law and practice 
(Delgado et al. 2019). For instance, under Australian law (opt-in), prior consent by the 
deceased person is sufficient to authorize organ recovery. However, according to Gov- 
ernment’s Guidelines for Ethical Practice, the deceased’s family needs also to be con- 
sulted and its agreement sought (National Health and Medical Research Council 2007). 

Comparative international studies (Gimbel et al. 2003; Gevers et al. 2004; Bagheri 
2005; Abadie/Gay 2006; Rithalia et al. 2009a; Horvat et al. 2010) often include incom- 
plete information on the role of the family within a given nation, making it impossible 
to classify consent models according to the taxonomy above (Table 2). The most com- 
prehensive data available to date regarding the level of involvement of the family in OP 
is summarized in Table 3. 
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Model of consent Role of the family Source? 
LO LI L2 L3 
No role Witness | Surrogate Full decisional capacity 
Opt-out | law AR, AT, PT, | BE, CL, SE, NO JP Delgado et al. 
UY ES, FR, SG, 2019 
WA 
practice BE, FR, SE, | AT, CL, ES, JP, NO, PT, 
SG WA 
unspec. BE, FI, SG, SE | AM, AT, BY, CL, CO, CR, | Rosenblum et 
CZ, EC, ES, FR, HR, IT, LU, | al. 2012 
NO, PL, PY, RU, SI, SK, 
TN, TR 
unspec. | AT, CZ, LU GR, PT,SK | BE, ES, Fl, FR, HR, HU, IT, | Bilgel et al. 
NO, PO, SE, SI 2012 
Opt-in law AU, CA, DE, | IN Delgado et al. 
NL*, UK?, 2019 
USA 
practice DE AU, CA, IN, NL?, UK?, USA 
unspec. NL, RO, UK, | AU, BR, CA, CH, CU, DE, | Rosenblum et 
USA DK, EE, IE, IL, IN, IS, JP, | al. 2012 
KR, KW, LT, MT, MX, MY, 
NZ, PH, SA, TH, VE, ZA 
unspec. | CA AU, CH, DE, DK, IE, IL, NL, | Bilgel et al. 


NZ, UK, USA 2012 


Table 3: Role of the family in several opt-out and opt-in countries according to three 
independent sources. Delgado et al. (2019) differentiates family’s involvement according 
to the law and in clinical practice. The other two sources are not specific enough about this 
difference. 


* Data from Delgado et al. (2019) has been completed and updated for this chapter. Data from 
the two other sources may be outdated. 


> The Netherlands, England and Scotland have implemented opt-out systems by 2020. 


Legend: AM: Armenia; AR: Argentina; AT: Austria; AU: Australia; BE: Belgium; BR: Brazil; 
BY: Belarus; CA: Canada; CH: Switzerland; CL: Chile; CO: Colombia; CR: Costa Rica; 

CU: Cuba; CZ: Czech Republic; DE: Germany; DK: Denmark; EC: Ecuador; EE: Estonia; 
ES: Spain; FI: Finland, FR: France; HR: Croatia; HU: Hungary; IE: Ireland; IL: Israel; IN: 
India; IS: Iceland; IT: Italy; JP: Japan; KR: South Korea; KW: Kuwait; LT: Lithuania; LU: 
Luxemburg; MT: Malta; MX: Mexico; MY: Malaysia; NL: The Netherlands; NO: Norway; 
NZ: New Zealand; PH: Philippines; PL: Poland; PT: Portugal; PY: Paraguay; RO: Romania; 
RU: Russia; SA: Saudi Arabia; SE: Sweden; SG: Singapore; SI: Slovenia; SK: Slovakia; TH: 
Thailand; TN: Tunisia; TR: Turkey; UK: United Kingdom (Wales excepted); USA: United 
States of America; UY: Uruguay; VE: Venezuela; WA: Wales; ZA: South Africa. 
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Each country’s policy could be more accurately classified if enough information was 
available. Here are some examples: Germany’s legal policy for OP corresponds to the 
consent model #2b (“Deceased’s preferences mostly”); it is an opt-in model where the 
wishes of the deceased are always respected, and where the family can make a deci- 
sion if the deceased did not. Wales’ legal policy is similar to Germany’s but operates 
under presumed consent, thus being classified as #2a. Spain’s legal policy corresponds 
to model #1a (“Deceased’s preferences only”) because the family is legally granted a 
witness role. However, according to clinical guidelines, it operates in practice as model 
#8a (“Refusal prevails”), because refusals are always respected, whomever they come 
from — the deceased or the family — and they prevail over the other party’s explicit 
consent or authorization (Caballero/Matesanz 2.015). 

Failing to understand these nuances not only leads to confusion but can also result 
in misconceptions on the part of transplant policymakers. For instance, in countries 
where the family has full decisional capacity, moving to opt-out might be ineffective. 
By focusing on changes from opt-in to opt-out, policymakers may be overestimating 
the limited effect of the consent system, and underestimating the importance of the 
family. 


3. Concepts of Autonomy Underlying the Consent Models 


Consent in medicine is both an ethical requirement and a legal concept. Individual 
consent is a key element of the Nuremberg Code (1947) and the Declaration of Helsinki 
(1964) that established ethical principles for protecting human subjects from clini- 
cal research malpractice. The term ‘informed consent’ in the context of medical care 
emerged in the USA in the 1950s through court decisions (Beauchamp 2011). As a legal 
tool present now in most jurisdictions, informed consent has the role of protecting 
a patient’s rights, and also protecting medical practitioners from liability in case of 
harm to the patient. 

In the context of deceased OP, the notion of consent should be used with some cave- 
ats, because deceased individuals are not patients, and the removal of their organs 
cannot cause them any sort of physical or psychological harm. Therefore, consent for 
organ procurement may be interpreted differently than informed consent for medical 
care or clinical research. This is the case in opt-out countries, where organs can be 
lawfully procured from a deceased individual without any evidence of informed and 
voluntary consent from that individual while alive. 

In most countries, both opt-in and opt-out, individual consent for OP is neither 
necessary nor sufficient, and the family’s decision may be more consequential than 
the deceased’s preferences. To make sense of this, we propose to show how different 
models of consent may rely on different concepts of autonomy beyond the individual. 
Models #1 to #9 (Table 2, Fig. 1) may indeed be accounted for by a continuum of three 
forms of autonomy: individual autonomy, relational autonomy, and family autonomy. 
This proposal does not preclude other possible interpretations. 
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3.1 Individual Autonomy 


The principle of autonomy in biomedical ethics (Beauchamp/Childress 1979) can be 
traced back to the moral philosophies of Immanuel Kant (1724-1804) and John Stuart 
Mill (1806-1873). For Kant, autonomy should not only be understood as the possibility 
of choosing between one option or the other, but also as the capacity and even the 
obligation to know for ourselves, as rational agents, what we should do. This means 
that our choices and actions must obey self-imposed norms dictated solely by our 
rationality, without influence from social and moral conventions, or from political, 
legal, and religious authority, or even from our own inclinations and desires (Kant 
1785). 

By contrast, Mill considers that individuals are autonomous when their choices 
and actions rely on their personal values, desires, and inclinations. For Mill, personal 
freedom is the absence of impositions and external interventions. Hence, paternalism 
should be limited to situations in which it is clearly justified: “the only purpose for 
which power can be rightfully exercised over any member of a civilised community, 
against his will, is to prevent harm to others. His own good, either physical or moral, is 
not a sufficient warrant [...]. Over himself, over his own body and mind, the individual 
is sovereign” (Mill 1856: 13). 

Individual autonomy in liberal bioethics reflects Mill’s understanding of the indi- 
vidual’s freedom to develop his or her own life according to personal choices, without 
any kind of undue interference from others (Charlesworth 1993). Nobody else’s prefer- 
ences, including those of health care professionals and relatives, should prevail over 
the preferences of a patient. Hence, any intervention by the family or others could be 
interpreted as a disruption of individual autonomy. 

In the context of OP, the requirement of consent, either explicit (opt-in) or pre- 
sumed (opt-out), would somehow imply that individual autonomy should be respected 
after the individual’s death. The fact that the organ donor is dead raises doubts about 
the applicability of this interpretation of freedom to this context. A proper analysis 
would need to address the topic of the legal and moral existence of posthumous rights 
and interests (cf. Sperling 2008). This important topic is however quite speculative and 
falls beyond the scope of this chapter. 

Assuming that an individual’s interests and rights survive after death, individ- 
ual autonomy would be respected, according to our classification, in consent models 
where the deceased person is the sole decision-maker. This corresponds to the first col- 
umn (Lo) in Table 1, and to models #1a and #1b (‘Deceased’s preferences only’) described 
in Table 2. 


3.2 Relational Autonomy 


Individual autonomy is supported by the individualistic paradigm: the idea that 
people are independent, self-interested and rational decision-makers. In the con- 
text of Feminist Theory, the term of relational autonomy has emerged to better 
explain the fact that people’s autonomy, needs, and interests are shaped by their 
relations to others (Dove et al. 2017; Delgado 2019). We contend that, in the context 
of organ procurement, relational autonomy can better account for the connection 
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between individual choice and family decisions as guardians of the deceased’s 
beliefs and values. 

Over the last decades, an increasing amount of literature in Bioethics advocates 
that human beings are socially embedded and that, consequently, personal decisions 
take place in a context of social relationships (Nedelsky 1989; Mackenzie/Stoljar 2000; 
Rogers et al. 2012; Mackenzie et al. 2014; Straehle 2017). Relationships, responsibil- 
ity, care and interdependence are key attributes of relational autonomy, for “people 
develop their sense of self and form capacities and life plans through the relationships 
they forge on a daily and long-term basis” (Dove et al. 2017: 153). 

Relational autonomy does not reject the notion of the self but reflects on how indi- 
viduals develop the capacity to make autonomous decisions with the support of family 
and friends (Herrings 2014). The development of the capacity of autonomy requires 
an appropriate environment to make it possible. This requires a change in our under- 
standing of rights, shifting the attention from the protection from the interference 
of others towards the construction of relations which nurture autonomous decisions 
(Nedelsky 1993, 2011). What really makes autonomy possible is not separation from 
others but relationships with others (Nedelsky 1989). Relational autonomy is not seen 
as a static attribute but as a capacity that is continuously developing throughout our 
lives. What makes it possible is the context of social relations that supports it (ibid.). 
In the clinical context, the development of this capacity requires the contribution of 
health care professionals (Delgado 2019). 

Some critics of the concept of relational autonomy acknowledge that autonomy is 
socially constituted, but they argue that the influences of the social environment on 
the individual patient are too unpredictable to be considered by health care profes- 
sionals. Furthermore, they raise the concern that prioritizing the decisions of other 
people over those of the patient, in the name of promoting the conditions that improve 
autonomy, can be a form of paternalism (Wardrope 2015). 

In this chapter we assume that people need the support of others to make auton- 
omous decisions and, ultimately, to fulfil their autonomy. As such, relational auton- 
omy supports the claim that consensus between the patient and the family is a sign of 
autonomous decisions. In our classification, this understanding of autonomy under- 
lies all models where relatives participate in the decision-making process - models #3 
to #5, as well as #8 and #9 (see Table 2) — provided that they do not contradict the pref- 
erences of their loved ones. When they contradict each other, neither of them prevails 
over the other, and the decision to procure or not depends on the system’s architecture 
(the default option established by opt-in or opt-out). 

Model #3 (‘Deceased’s preferences or agreement’) requires consensus, but the 
wishes of the deceased are respected and suffice when the family has not expressed 
any preference. To the extent that family preferences are taken into account, we cannot 
consider it as a purely individual autonomy system. 

Model #4 (‘Agreement only’) requires consensus, which means that neither 
the deceased nor the family can decide alone. One of the aspects that underlies OP 
decision-making is the communication that has previously taken place between the 
deceased and the family about their preferences. In this regard, this is the model that 
best represents relational autonomy in the context of OP. 
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Model #5 (Family preferences or agreement’) requires consensus, although the 
wishes of the family are respected when the deceased failed to express his or her pref- 
erences. 

Models #8 (‘Refusal prevails’) and #9 (‘Consent prevails’) require consensus too, but 
both deceased and family may decide alone when the other party has not. 


3.3 Family Autonomy 


Families come in different shapes and sizes. In the context of health care and OP, the 
family can be understood as a ‘collective actor’ with ‘collective autonomy’ (Beier et 
al. 2016). The expression family autonomy, developed in American Law, refers to the 
assumption that a family unit should be governed by the private decisions of some or 
all of its members (McMullen 1992). Ann Elliot (2001) argues that in the family-cen- 
tred model of care it is the sole responsibility of the family to hear bad news about a 
patient’s diagnosis and prognosis and to make decisions regarding care and treatment, 
and what or whether the patient should be told. This model is related to some cultural 
and health care aspects in which individual autonomy is viewed as a reflection of isola- 
tion and burdensome to patients who are too sick to make meaningful decisions. 

The notion of family autonomy has also been developed by East Asian bioethics. 
According to Ruiping Fan (1997), the East Asian principle of autonomy requires fam- 
ily-determination, presupposes an objective conception of the good, and upholds the 
value of harmonious dependence of the individual upon his or her family. This means 
that the family itself is an autonomous social unit, and that, although both the patient 
and family members must reach an agreement before a clinical decision can be made, 
it is the family that has the final authority to make clinical decisions in accordance 
with this principle. 

In our classification, this concept of autonomy corresponds to consent models 
where the family is the sole decision-maker. This corresponds to the fourth column (L3) 
in Table 1, and to models #7a and #7b (‘Family preferences only’) described in Table 2. 


3.4 Mixed Types of Autonomy 


Some models take into account the preferences of both the deceased and their family, 
but they eventually give priority to one party over the other in case of contradiction. 
Models #2 and #6 are transitional models that represent the pathway from individual 
autonomy (#1) to relational autonomy (#3, 4, 5, 8, 9), and from relational autonomy to 
family autonomy (#7). 

Model #2 (‘Deceased’s preferences mostly’) respects the deceased’s preferences and 
allows the family to decide when the deceased has not. Both deceased and family may 
decide alone, but the deceased’s preferences prevail in case of conflict. A system based 
on individual autonomy alone would not allow the family to decide. At the same time, it 
may be supposed that the decision of the family represents the wishes of the deceased. 

Model #6 (‘Family preferences mostly’) is symmetrical to model #2. It allows both 
deceased and family to decide alone (when the other party has not), but relatives have 
the final say in case of conflict. 
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3.5 Models in Which Autonomy Plays No Role 


Organ procurement policies may disregard autonomy entirely. In our classification, 
model #10a (‘Default only’) corresponds to theoretical policies in which deceased OP 
would be mandatory. For example, a system of organ conscription would require organs 
to be automatically procured from every person who dies under the circumstances 
enabling organ transplantation, regardless of people’s (the deceased and family) objec- 
tions. Some have argued that such system would save lives by increasing the number of 
transplants (Hershenov/Delaney 2009) without thereby violating the autonomy of the 
deceased or harming their interests, because a person’s autonomy is lost after death 
and the concept of posthumous harm is a fallacy (Spital/Taylor 2007). This system 
would still violate family autonomy. 

Model #10b (‘Default only’) corresponds to policies in which cadaveric OP is for- 
bidden or not legally permitted for some reason, including the absence of organ trans- 
plantation programs in the country. This is the case of several Islamic countries of 
sub-Saharan Africa (Ghods 2015). 


4. Ethical Issues 


Transplantation policymaking seeks to govern competing interests in ways that foster 
the interests of patients on the waiting list while minimally compromising the inter- 
ests of potential donors and their relatives. These trade-offs need to be made without 
upsetting the public, whose trust in the organ procurement and transplantation sys- 
tem is essential for achieving high organ donation rates (Rodriguez-Arias 2018). Yet, 
these trade-offs are ethically challenging and may be negatively perceived by one party 
or the other. 

For example, allowing the family to overrule the deceased’s wishes to donate may 
prevent litigation and bad publicity, and thus help preserve people’s trust in the organ 
procurement system. However, this implies violating freedom of choice and respect 
for individual autonomy, which is a central value our modern societies cherish. Par- 
adoxically, open violations of such a core value could easily undermine the very trust 
policymaking intends to protect. 

This poses a strategic dilemma: should morally contentious policies be disclosed to, 
discussed with, and deliberated on by the public, or should they be kept in the relative 
concealment of political and academic debates? That is, do openness and transparency 
contribute to or threaten public trust? (Racine et al. 2015) 

This could also be seen as a dilemma between short-term vs long-term benefits. 
On the one hand, full information about the model of consent and the role families 
play may result in fewer donors in the short term but increased donation rates in the 
long term due to the perception that the system is honest and trustworthy. Indeed, 
the public perception of transparency seems to be related to higher willingness to 
donate organs (Boulware et al. 2007). On the other hand, lack of communication about 
specific policy choices may result in more donors in the short term but can also be 
a breeding ground for scandals and decreased donation rates in the future. As Dan 
Brock (1987, 1999) brilliantly put it, bioethics scholarship and bioethics policymaking, 
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especially in the field of organ transplantation, often rest on a choice between truth 
and consequences. 

These notions seem to be particularly relevant for two ethically challenging policy 
choices: presumed consent and family veto. Any decision made on these issues may 
result in higher or lower donation rates, and be more or less respectful for individ- 
ual or family autonomy. We will show in the next paragraphs that compelling moral 
arguments have been made in favour and against each option. Our own general posi- 
tion is that the ethical acceptability of any organ procurement policy should not be 
assessed in isolation from its efficacy, its social acceptability, and the transparency of 
the means they employ. 


4.1 Presuming Consent 


Policy changes towards presumed consent (opt-out) seek to increase donation rates by 
widening the pool of donors and by removing one of the main obstacles to OP, namely 
people’s bias to choose the status quo - their tendency to stick with the current state 
of affairs or choose default options (Mackay/Robinson 2016; see also chapter 3 in this 
book). Opt-out policies are intended to act as a nudge: a way of designing the choice 
architecture that “alters people’s behaviour in a predictable way without forbidding 
any options or significantly changing their economic incentives” (Thaler/Sunstein 
2008: 6). 

Even though nudges are a form of manipulation, opt-out advocates insist that they 
preserve people’s autonomy, because individuals can still consent or refuse to donate 
their organs by expressing their wish. In addition, since most people, when asked, 
express a willingness to donate, the presumption in favour of donation is more likely 
to honour the autonomy of the deceased person than a presumption against (Cohen 
1992; English/Sommerville 2003). 

To be sure, the risk exists that surgeons could remove organs from the bodies of 
people who did not want their organs removed (Cantrell 2019). However, some would 
argue that it is morally no worse than not removing organs from people who wanted 
them removed (Gill 2004). On the contrary, mistaken presumptions of consent can 
save and improve the lives of many organ recipients, while mistaken presumptions 
of refusal cannot. Besides, opt-out systems may produce fewer mistakes than opt-in 
systems if objectors are more likely to register their opposition than supporters are to 
sign up as donors (Gill 2004). 

Opt-out advocates also claim that it is morally permissible to use the organs of 
someone who did not opt out, because they have by their silence actually consented 
(Saunders 2011). However, proper consent requires that the consenting person is at 
least aware of the consequences of both expressing and not expressing a preference 
(Rodriguez-Arias/Morgan 2016). Consistently, opt-out advocates emphasize two 
essential conditions for its ethical acceptability: it must be clearly communicated to 
all involved that this is how their silence will be interpreted, and it must be possible 
for people to opt out without facing unreasonable costs for doing so (Saunders 2011). 
In other words, everybody must be aware of, and understand, the opt-out system, 
and they must be given a genuine opportunity to object (English/Sommerville 2003). 
Therefore, widespread public information campaigns should target sections of society 
that are hard to reach, and mechanisms must be in place to ensure all members of the 
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public are informed of their choices and can register an objection quickly and easily 
(Hamm/Tizzard 2008; see also chapter 4 in this book). 

Are these conditions fulfilled in practice? Empirical evidence suggests that they 
are usually not. On the one hand, people’s awareness of the consent model in their 
own country, as well as people’s knowledge of the procedures to express their prefer- 
ences regarding OP is much lower in opt-out countries than in opt-in countries (Moli- 
na-Pérez et al. 2018). On the other hand, some opt-out countries, including Croatia, 
Norway and Spain, do not have refusal registries or a standard card enabling people to 
refuse to donate, making it more difficult for individuals to choose against the default 
status quo (Rodriguez-Arias/Morgan 2016). 

Regarding effectiveness, the relative impact of consent policies on organ dona- 
tion rates remains controversial. Some have argued that opt-out laws lead straight to 
larger pools of organs for transplantation (Mossialos et al. 2008; Bendorf et al. 2013; 
Shepherd et al. 2014; Ugur 2015), while others dispute this claim (Coppen et al. 2008; 
Bilgel 2012; Fabre et al. 2010; Boyarsky et al. 2012; Arshad 2019). Part of the difficulty 
resides in the fact that this model has rarely been implemented in isolation from other 
strategies aimed at fostering OP. One systematic review concluded that, while opt-out 
policies seem to be associated with increased organ donation rates, 


“jt cannot be inferred from this that the introduction of presumed consent legislation 
per se will lead to an increase in organ donation rates. The availability of potential 
donors, the underpinning infrastructure for transplantation, wealth and investment in 
health care, and underlying public attitudes may all havea role” (Rithalia et al. 2009b: 7). 


4.2 Family Veto 


In most opt-in and opt-out countries, organs cannot be procured without family autho- 
rization, even when the deceased explicitly consented (Delgado et al. 2019; Rosenblum 
et al. 2012). We have suggested that a relational autonomy approach may justify hon- 
ouring family preferences in the absence of any wish expressed by the deceased (but 
not when the family opposes the explicit preferences of the deceased). Individual 
autonomy does not suffice, but relational autonomy applies when there is no contra- 
diction between family and the deceased’s preferences. Family veto to OP can only be 
justified by absolutely embracing the family autonomy model, at the cost of individual 
autonomy. 

Arguments in support of family veto capacity include the following: (1) it reduces 
family distress (while the deceased cannot be harmed and holds no relevant interest 
anymore); (2) it reduces health professionals’ stress; (3) it preserves family and public 
trust by reducing conflict and scandal; (4) it ensures long-term OP rates (as a conse- 
quence of 3); (5) families need to cooperate for donation to take place; and (6) families 
might have evidence regarding refusal (Wilkinson 2005; Shaw 2017). 

Arguments against family veto include the following: (1) it violates the deceased’s 
wishes; (2) it reduces organ supply and costs lives; (3) it discourages people from regis- 
tering as donors, because they know their family may eventually overrule their wishes 
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anyway; and (4) families will regret the decision, resulting in more complicated grief* 
(Cronin 2005; Shaw 2017). 

Importantly, in cases of disagreement between the preferences of the deceased 
and those of their families, family opposition seems to be more stringent than family 
acceptance of OP. In other words, family autonomy, when expressed via opposition, pre- 
vails over the deceased’s consent and the collective good represented by the interests 
of patients on the waiting list. However, when expressed via a request for organs to be 
procured, it does not. Similarly, while the deceased’s consent does not guarantee com- 
pliance, their refusal is commonly considered sufficient to preclude OP. Consequently, 
the deceased’s refusal prevails over family preferences (to donate) and over recipients’ 
interests. 

An insight that follows from this analysis is that it is wrong to assume that, in 
cases where the individual and the family disagree among each other, respect for the 
autonomy of one party always prevails over respect for the autonomy of the other. In 
fact, this depends on the nature of such preferences. Martin Wilkinson accurately 
described the position of the UK and New Zealand on consent for OP as a ‘double veto’, 
in which each party has the power to withhold and override the other’s desire to donate 
(Wilkinson 2005). However, in case of conflict, our taxonomy shows that models #3, 
#4, #5, #8 and #9 privilege one decision (to procure or not to procure) over the other, 
regardless of whether it is expressed by the deceased or by the family (Table 2 and Fig. 
1). In other words, objections often prevail over requests, whoever they come from. This 
policy might find some theoretical grounding in a liberal bioethics tradition in which 
negative rights expressed through refusals are deemed more compelling than positive 
rights expressed via individual requests (Feinberg 1973; Gert et al. 1998). 

This conclusion leads to an annoying question: If the deceased’s consent to OP is 
virtually irrelevant (because it is commonly ignored when the family holds a differ- 
ent view), why is it required for deceased donation in the first place? Does the ethi- 
cal acceptability of OP really require individual consent? Some might argue that the 
surgical removal of organs from the deceased actually does not require their consent 
(Emson 2003). At the end of the day, the deceased cannot be physically or psycholog- 
ically harmed or wronged by organ removal because they no longer exist as persons. 
When compared with the common good and the public interest, any residual post- 
humous interest of the terminally ill or already-dead individuals who are candidates 
for OP fade (Harris 2003). Ultimately, this reasoning leads to a justification of organ 
conscription described by model #10a (Hershenov/Delaney 2009). 


4 To the best of our knowledge, this last claim has never been empirically substantiated. 

5 In Spain, a study on the effectiveness of targeted communication strategies to reverse family refusals 
by transplant coordinators shows that more than 40% of all family oppositions were attributed to and 
categorized by the authors as a “presumed refusal by the deceased”. Among those, 25% could be re- 
versed.” (Gómez et al. 2001: 63, table 2). 
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5. Conclusions 


This systematic analysis of the different theoretical and practical models of consent 
points out the insufficiency of the distinction between opt-in and opt-out systems. We 
hope the taxonomy that we have provided constitutes a useful tool for researchers, pol- 
icymakers and clinicians to understand current policy options and their clinical impli- 
cations. Our analysis of the models of autonomy underlying each consent model may 
increase our understanding of the complex relationships between individual wishes, 
family preferences, and the interests of the recipients. Both clarifying the taxonomy of 
consent models and analysing the models of autonomy can underpin a proper discus- 
sion of the ethical problems that arise in the context of OP policymaking. 
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3. Nudging in Donation Policies 
Registration and Decision-Making 


Douglas MacKay & Katherine Saylor 


1. Introduction 


Suppose you are a policymaker responsible for addressing the shortage of donated 
organs in your jurisdiction. What types of policies might you implement to increase 
the number of organs available for transplantation? You might first consider coercive 
measures, for example, requiring all competent adults to register as organ donors, or 
simply laying claim to the organs of deceased citizens, regardless of their objections or 
the objections of their family members. You could also introduce incentives, permit- 
ting people to sell their kidneys while alive, and perhaps also permitting the buying 
and selling of the organs of the deceased. Finally, you could mount an information 
campaign, informing people of the benefits to others of organ donation with the aim 
of persuading them to register as donors. 

Unfortunately, each of these strategies faces significant problems. Coercive poli- 
cies would limit people’s liberty, preventing them from deciding not to donate their 
organs, for example for religious reasons or because they are skeptical of the concept 
of brain death. A system of incentives threatens to commodify people’s bodies and 
exacerbate inequality between the rich and the poor. Finally, while there are no ethical 
objections to information campaigns, they are unlikely to move the needle on the prob- 
lem at hand. If only there were a type of intervention that was more effective than an 
information campaign but also avoided the ethical objections to policies that employ 
coercion and incentives.’ 

Nudges would seem to fit the bill, promising to influence people’s actions in pre- 
dictable directions without limiting their choices — i.e. employing coercion — or sig- 
nificantly changing their incentives (Thaler/Sunstein 2008: 6). It is thus not surpris- 
ing that scholars have strongly advocated the use of nudges to increase the number of 
organs available for transplantation, and that policymakers have listened, for example 
by implementing opt-out donor registration systems. Nudges are not without their 
critics though. Although nudges are respectful of people’s liberty, some argue that 


1 We recognize of course that these are not the only policy options on the table. Policymakers can no 
doubt increase the number of organs available for donation by reforming the processes by which po- 
tential donors are identified and assessed by organ procurement organizations. 
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they are not respectful of people’s autonomy, instead influencing people’s choices 
through nonrational means. 

In this chapter, we provide an overview of the ethical considerations relevant to 
the use of nudges in organ donation policy. We do not defend a position on the permis- 
sibility of nudging in this context. Instead, we aim to clearly outline the most prom- 
inent arguments on the different sides of this issue that have been presented in the 
English-language scholarly bioethics literature. We also highlight the questions that 
are in need of further investigation. 

In part1, we briefly discuss nudging before considering proposals to use nudges to 
increase the number of registered organ donors, including opt-out donor registration 
systems and the use of ‘nudge statements’. In part 2, we discuss the use of nudges to 
influence the decision-making of family members in circumstances where they have a 
veto over the donation of their loved one’s organs. 


2. Nudges and Organ Donor Registration Policy 


Nudges would not be possible if people were “Econs,” that is, agents with full informa- 
tion, unlimited cognitive abilities, a complete and consistent set of preferences, and 
perfect self-control (Thaler/Sunstein 2008: 6-7). But people are Humans, not Econs, 
and while Humans are like Econs in some respects, they are unlike them in important 
ways. Humans approach the world with two cognitive systems. System 1 is the Auto- 
matic System: the system of gut reactions. It is intuitive, fast, effortless, associative, 
unconscious, and skilled (ibid.). System 2 is the Reflective System: the system of con- 
scious thought. It is the system Humans share with Econs and is deliberate, controlled, 
effortful, deductive, slow, self-aware, and rule-following (Thaler/Sunstein 2008: 20). 
We use System 2 to solve a math or logic problem; we use System 1 to make a snap 
judgment. 

Since nudges influence us to act in predictable ways, they would also not be pos- 
sible if System 1 were unstructured. However, System 1 biases our decision-making in 
consistent ways. As Dan Ariely puts it, “we are not only irrational, but predictably irra- 
tional [...] our irrationality happens the same way, again and again” (2008: xx). Choice 
architects — those who design the environments within which people make choices 
- can thus significantly influence the choices people make. As such, choice architects 
can nudge people, influencing their choices in predictable ways without limiting their 
options through coercion or making certain options costlier than others (Thaler/Sun- 
stein 2008: 3). 

System 1 has a number of features that are directly relevant to the registration of 
organ donors. In this part of the chapter, we consider two nudges in the context of 
organ donor registration policy: ‘opt-out’ registration policies and ‘nudge statements’. 
In exploring the ethics of nudges in this context, we accept an assumption made by 
scholars working on this question - namely, that people have a moral right to deter- 
mine what happens to their organs after they die.” People therefore have a right to 
decide whether they wish to register as an organ donor, and their decisions and pref- 
erences regarding the donation of their organs should be given great weight by deci- 


2 Wilkinson (2011: 11—62) offers what we take to be the strongest defense of this claim. 
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sion-makers. The central ethical question in this context concerns the permissibility 
of using nudges to influence people’s registration choices, a question that is ethically 
challenging only if these choices are deserving of respect. 


2.1 Opt-Out Donor Registration Systems 


Humans exhibit status quo bias, a tendency to stick with the current state of affairs 
(Thaler/Sunstein 2008: 34). Humans are thus more likely to choose the option that 
choice architects have presented as the default - that is, the option choosers are left 
with if they take no positive action (ibid.: 35). With respect to the design of organ donor 
registration policy, a number of commentators argue that policymakers should nudge 
people to register as organ donors by making donor registration the default option 
(ibid.: 177-179; Rippon 2012; Whyte et al. 2012; Saunders 2012). Such policies are typi- 
cally referred to as ‘opt-out’ policies since they register all citizens as donors, putting 
the onus on individuals to opt out of this status if they so choose. Proponents argue 
that because people exhibit status quo bias, such a policy will increase the number of 
registered donors and so lead to a greater number of donated organs. Because people 
have the option to easily opt-out of being registered, proponents argue, such systems 
do not coercively limit people’s choices and so adequately respect their liberty.’ 
Opt-out systems raise a number of interesting questions that we cannot fully 
address here. First, will such systems actually lead to an increase in the number of 
donated organs? A good deal of the evidence regarding the importance of defaults 
in this context has been provided by lab experiments (Johnson/Goldstein 2003; van 
Dalen/Henkens 2014). Furthermore, some scholars are skeptical that transitioning 
to an opt-out system alone will significantly raise the number of donated organs in 
a jurisdiction, for example because of the role played by families in deciding whether 
or not to authorize donation, and the crucial importance of an effective procurement 
system (Wilkinson 2011: 94-95; Willis/Quigley 2014). Second, do opt-out systems ade- 
quately secure people’s consent to donation? Some scholars defend the claim that such 
systems do so, where this consent is understood as presumed (Cohen 1992), norma- 
tive (Saunders 2010), or implicit (Saunders 2012). Others, by contrast, are skeptical of 
such claims (Veatch 2000: 167-174; Kluge 2000; den Hartogh 2011a; den Hartogh 201b; 
MacKay 2015). Still others argue that consent is not necessary for the ethical removal 


3 Whyte et al. (2012: 33-34) also suggest that mandated active choice policies would nudge people to 
register as organ donors. Such policies do not present one witha default, but instead ask them whether 
they would like to be registered as an organ donor or not and require them to answer the question or 
face a sanction, for example not receiving their driver’s license or identification card (Thaler/Sunstein 
2008: 180). We suggest however that mandated active choice policies are not best characterized as 
nudges. The justification for these policies is that they do not present people with a default option 
and so do not influence their choices by engaging their status quo bias (MacKay/Robinson 2016: 6 fn 
2). It’s possible that mandated active choice policies play upon other features of System 1 — e.g. a desire 
to conform to the beliefs of others (Thaler/Sunstein 2008: 53-55) — but we are aware of no empirical 
research that establishes this effect in this context. Also, even if mandated active choice policies do 
nudge potential donors in this way, the nudge is likely to be far less effective than the nudge employed 
by opt-out policies. Mandated active choice policies, unlike opt-out policies, employ no default, which 
we know has a strong effect on people’s decision-making in the context of organ donor registration 
(MacKay/Robinson 2016: 7-8). 
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of people’s organs (Gill 2004; Zambrano 2018). Our focus here, however, is whether it 
is permissible for policymakers to nudge people to register as organ donors by taking 
advantage of their status quo bias.* 

A common objection to the use of nudges is that they are disrespectful of people’s 
autonomy (Bovens 2008; Hausman/Welch 2010; Wilkinson 2013; White 2013; Guld- 
borg/Jespersen 2013; Rebonato 2014). While nudges do not change people’s incentives 
or limit their choices, critics argue that they do interfere with people’s decision-mak- 
ing, namely the exercise of their rational capacities. Douglas MacKay and Alexandra 
Robinson (2016) raise this objection against the use of nudges in the context of organ 
donor registration policy. Following Jennifer Blumenthal-Barby (2012), they argue 
that opt-out systems are a form of reason-bypassing nonargumentative influence — that 
is, influence that bypasses or works around people’s rational capacities, often with- 
out their knowledge (MacKay/Robinson 2016: 4). Opt-out systems employ this form of 
influence since they use a default rule to influence people to register as donors. 

MacKay and Robinson further argue that the use of a default rule in opt-out sys- 
tems is disrespectful of people’s autonomy (2016: 6). People are autonomous if they 
have the capacity to govern their lives on the basis of reasons; and people exercise their 
autonomy by “deciding what to do with their bodies and minds on the basis of their val- 
ues and preferences, and the reasons they take to be binding on them” (ibid.). The use of 
a default rule is disrespectful of people’s autonomy, MacKay and Robinson claim, since 
it involves working around rather than engaging with people’s rational capacities. To 
respect people’s autonomy, they write, agents must recognize the value of people gov- 
erning their lives based on their values and preferences. This involves “engaging peo- 
ple’s rational capacities through rational persuasion, not (1) restricting their options or 
(2) corrupting the deliberative processes by which they make decisions” (ibid.). 

MacKay and Robinson do not conclude from this that it is wrong on balance for 
policymakers to employ default rules to register donors, only that it is pro tanto wrong. 
They also provide a framework for evaluating the degree of pro tanto wrongness of 
opt-out systems and their principal alternatives: opt-in, mandated active choice (MAC), 
and voluntary active choice (VAC) (ibid.: 10-11). MacKay (2017) refines this framework 
in a later paper (see Table 1): 


4 If opt-out systems cannot be said to secure people’s consent, one might argue that it is a mistake to 
speak of organ ‘donation’ in the context of such systems. This is a good point; however, we will contin- 
ue to the use the term ‘donation’ throughout this chapter since it is common practice to do so within 
the existing literature, and the most plausible replacement term — ‘procurement’ — may confuse some 
readers. 
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Coercion? | Reason-bypassing | Protanto | Valueof | Degree of Degree of 
nonargumentative | wrong? Choice influence Wrongness 
influence? 

Opt-in No Yes Yes High Very low - Low - high 
moderate 

Opt-out No Yes Yes High Very low - Low - high 
moderate 

MAC Yes No Yes Verylow | High Low 

VAC No Yes Yes High Very low - Low - mo- 
low derate 


Table 1: Evaluating Pro Tanto Wrongness 


Each option’s degree of pro tanto wrongness, MacKay claims, is a function of the value 
of the choice that is the target of the policy, and the degree to which the policy influ- 
ences this choice. In cases where an opt-out system is expected to significantly influ- 
ence this choice, MAC may be less pro tanto wrong since although it employs coercion, 
it targets a very low-value choice - namely, people’s choice to state their preference 
regarding the donation of their organs. More generally, MacKay and Robinson (2016) 
conclude that the question of which system is, on balance, morally preferable depends 
on each system’s degree of pro tanto wrongness, whether it secures people’s valid con- 
sent to donation, and the number of donated organs it is likely to yield. 

A number of scholars dispute MacKay and Robinson’s claim that opt-out systems 
of organ donor registration are pro tanto wrong because they employ a default rule. 
Responding directly to MacKay and Robinson, Cass R. Sunstein argues that opt-out 
systems might infringe people’s autonomy because they do not secure people’s explicit 
consent, but not because default rules “bypass people’s rational capacities” (2016: 1). 
Instead, Sunstein argues, “default rules, taken as such, do not intrude on autonomy 
even if they influence people without persuading them” (ibid.). Because human beings 
have limited cognitive bandwidth to make choices, default rules, when they are care- 
fully designed, promote people’s “freedom to focus on their most pressing concerns” 
and improve their wellbeing (ibid.). Sunstein grants that it is wrong to use default 
rules in cases where “what is necessary is an explicit indication of people’s values, 
wishes, and tastes,” (2016: 2) not because default rules are a form of reason-bypass- 
ing nonargumentative influence but rather because in these cases we need people’s 
explicit consent. In response, MacKay (2017) grants that default rules may promote peo- 
ple’s autonomy in the way Sunstein suggests, but he argues that this does not entail 
that the use of such rules is respectful of people’s autonomy - i.e. doesn’t bypass or 
corrupt their deliberative processes. 

Daniel Kelly and Nicolae Morar (2016) raise a different objection against MacKay 
and Robinson’s analysis, arguing that it depends on a conception of autonomy and 
rationality that is too individualistic. Once we understand autonomy and rationality 
as social and embedded, they suggest, we will cease to see the use of defaults in opt-out 
systems as a corruption of people’s autonomous decision-making. 

Andreas T. Schmidt (2019) develops this argument in a more systematic fashion, 
arguing that not only is nudging compatible with treating people as rational agents, 
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it also facilitates rational decision-making.’ Schmidt first argues that objections 
to nudging such as MacKay and Robinson’s, which focus on how nudges disrespect 
people as autonomous and rational agents, presuppose what he calls “heroic rational- 
ity” (ibid.: 518). According to this view, people make rational decisions by employing 
System 2 — i.e. considering all of the relevant information, performing correct prob- 
abilistic judgments, working through the various considerations in support of each 
option, and choosing the option for which one has the strongest reasons (Schmidt 2019: 
519-520). 

Second, Schmidt argues that heroic rationality, as a normative ideal, is implausi- 
ble, and defends an alternative theory of rationality: “ecological rationality” (ibid.: 520). 
Following Jennifer Morton (2011), Schmidt argues that “a person’s decision is proce- 
durally rational in an environment to the extent that, given her particular psychologi- 
cal make-up, the decision-making procedures she uses allow her to reliably achieve her 
ends in this type of environment” (2019: 521). While heroic rationality locates rational- 
ity in System 2, ecological rationality counts certain System 1 decision-making proce- 
dures as rational when they reliably further an agent’s ends (ibid.: 522-523). 

Third, Schmidt argues that even though nudges act on System 1, their use by pol- 
icymakers does not necessarily treat people as irrational because System 1 processes 
might count as rational in certain environments (ibid.: 526-527). Schmidt argues fur- 
ther that nudges may even support rational decision-making since governments can 
adjust people’s choice environments to better fit both the decision-making procedures 
they use as well as their psychological make-up, thus improving their procedural ratio- 
nality (ibid.: 528). For example, given people’s status quo bias, Schmidt argues, gov- 
ernments can improve people’s procedural rationality by setting defaults that better 
align with their ends (ibid.: 529-530). In a jurisdiction where people prefer to be organ 
donors, governments can improve people’s abilities to satisfy this preference by imple- 
menting an opt-out system. 

To summarize, MacKay and Robinson argue that opt-out systems are pro tanto 
wrong because they nudge people to register to donate and therefore engage in rea- 
son-bypassing nonargumentative influence. By contrast, Sunstein and Schmidt hold 
that policymakers’ use of defaults in the context of organ donor registration can in 
fact support people’s rational decision-making. Future work is necessary to resolve 
this conflict. In particular, one interesting question requiring further exploration 
is whether, following Schmidt, policies that aim to minimize the effect of cognitive 
biases on people’s decision-making - e.g. active choice frames — are more respectful 
of people’s autonomy than policies that employ nudges that improve people’s ability to 
realize their ends. Implementing an opt-out system may improve people’s procedural 
rationality — compared to an opt-in system — in jurisdictions where most people prefer 
to be organ donors. But is it correct to say that an opt-out system is more respectful of 
people’s autonomy than an active choice system which aims to minimize the effect of 
status quo bias on people’s decisions? 


5 Bart Engelen (2019), Neil Levy (2019), and Timothy Houk (2019) have similarly argued that nudges 
should not be understood as bypassing people’s rational capacities. 
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2.2 Organ Donor Registration and Nudge Statements 


There are other features of System 1 that are important for the design of organ donor 
registration policy. First, people tend to be loss averse, meaning that they are more 
likely to value a good they possess than one they do not. In other words, people attach 
greater weight to losses than to equivalent gains (Thaler/Sunstein 2008: 33-34). Second, 
people are more likely to respond to appeals or warnings that engage their emotions 
- a central feature of System 1. Finally, although no Econ would feel obliged to recipro- 
cate or give back upon receiving a gift, Humans do. People can therefore be nudged to 
act in pro-social ways - e.g. giving to charity — if they are provided with a small gift 
(Behavioral Insights Team 20138). 

In two recent experiments, scholars found that people can be nudged to register as 
organ donors if exposed to statements that play upon these features of System 1. The 
U.K. Government’s Behavioral Insights Team (2013b) conducted a randomized con- 
trolled trial in which they evaluated the effect on donor registration rates of including 
different messages on a high traffic government webpage that encourages people to 
join the National Health Service Organ Donor Register. The most successful messages 
were those that employed a loss frame and that appealed to people’s sense of reciproc- 
ity (ibid.: 7).° The Ontario Ministry of Health and Long Term Care and its partners con- 
ducted a similar randomized controlled trial evaluating the effectiveness of placing 
different ‘nudge statements’ at the top of the organ donor registration form (Govern- 
ment of Ontario 2019). Investigators found that the use of nudge statements respec- 
tively appealing to reciprocity and to people’s emotions each increased the likelihood 
of people registering by 2.1 times (ibid.). 

To our knowledge, no one has directly addressed the ethical issues regarding the 
use of these nudge statements to increase organ donor registration. However, scholars 
have addressed the ethics of such statements in other contexts. 

Consider the use of a ‘loss frame’ to nudge people to register as donors. Because 
people tend to be loss averse, they may be more responsive to ‘loss frames’ compared 
to ‘gain frames’ that provide people with exactly the same information. To take the 
above example, it may be that people provided with the statement, ‘three people die 
every day because there are not enough organ donors,’ would be more likely to register 
as organ donors than people provided with the statement, ‘three lives could be saved if 


6 To explain the effectiveness of the loss frame, the U.K. Behavioral Insights Team (2013b: 5) appeals 
to loss aversion. However, the study’s authors do not cite any evidence showing that people are loss 
averse not only with respect to their own wellbeing but also the wellbeing of others. It’s possible there- 
fore that loss aversion is not the driver of the effectiveness of the loss frame. An alternative explana- 
tion is that loss frames may better highlight gaps between people’s intentions and actions because 
there is evidence that people can be spurred to action if differences between their intentions and 
actions are identified (Freijy/Kothe 2013). In addition, there is also good evidence showing that loss- 
framed messages in the context of organ donor registration can increase psychological reactance and 
so decrease people’s intent to register (Reinhart et al. 2007). More research is therefore needed to de- 
termine whether loss frames can indeed be relied upon to increase donor registration rates, and if so, 
which psychological mechanism is responsible for this effect. Thanks to an anonymous reviewer for a 
helpful discussion of this issue. 
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there were enough organ donors.” Supposing this is true, is there anything wrong with 
using the former frame?’ 

Consider first that MacKay and Robinson’s objection to the use of defaults is rel- 
evant here. Employing a loss frame rather than a gain frame is also a form of rea- 
son-bypassing nonargumentative influence and is therefore arguably disrespectful 
of people’s autonomy. However, scholars have argued that the use of framing effects 
to nudge people’s choices is not problematic in similar contexts. For example, with 
respect to the clinical context, Gorin et al. (2017: 34-35), Cohen (2013), and Blumen- 
thal-Barby et al. (2013) argue that nudges are permissible when (1) they are unavoidable, 
and (2) their direction is justifiable — for example, if they help patients to satisfy their 
deeply-held preferences or, where such preferences are lacking, to realize their best 
interests. In the context of registering organ donors, this position would imply that 
policymakers should employ the loss frame since (1) the information must be framed in 
some way, and (2) more people wish to register as organ donors than not. 

In response to this line of argument, Søren Holm argues that while nudging may 
be inevitable — e.g. it is necessary to frame information in some way — it may be pos- 
sible in certain contexts to minimize the impact of such nudges, either by designing 
choice situations to trigger System 2 or by designing “choice situations so that the 
nudges present in them cancel each other out” (Holm 2017: 39; cp. Miller/Gelinas 2013; 
cp. Chwang 2016; cp. Gelfand 2016; cp. Wilkinson 2017). Just as MacKay and Robinson 
argue that the use of an active choice policy rather than an opt-out policy is a way to 
avoid taking advantage of people’s status quo bias, so too there may be ways for policy- 
makers to provide people with information that minimizes the effect of nudges. 

What about nudge statements that appeal to people’s emotions or sense of reci- 
procity? 


“If you need a transplant, would you have one? If so, please help save lives and register 
today.” 


“How would you feel if you or someone you love needed a transplant and couldn't get 
one? Please help save lives and register today” (Government of Ontario 2019). 


Consider the latter nudge statement. Using Blumenthal-Barby’s (2012) terminology, 
this statement would seem to employ reason-countering nonargumentative influence 
since it plays upon people’s emotions. One might argue therefore that is objectionable. 
However, as Joshua Hobbs (2017: 41) argues regarding the use of similar types of nudge 
statements to facilitate charitable giving, emotion plays an important role in moral 
deliberation. Therefore, such nudge statements should not necessarily be understood 
as forms of reason-countering nonargumentative influence. Indeed, it seems reason- 


7 Note that this is not what the U.K. study did. The various ‘nudge statements’ were compared against 
each other and a control of no statement (Behavioral Insights Team 2013b). 

8 One additional potential problem with the phrasing of this statement — separate from the question 
of framing — is that it implies that three people die every day because of the actions of potential do- 
nors, not (primarily) because of illness. One might argue that this phrasing is somewhat manipulative. 
Thanks to an anonymous reviewer for identifying this potential problem. 
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able to think that the above statement need not be understood as a nudge at all but 
rather as a moral argument — presented in brief — with the following structure: 


1. Ifyou or a loved one needed an organ, you would want others to register as organ 
donors. 

2. You should treat others as you would want them to treat you. 

3. So, you should register as an organ donor.’ 


Once we reconstruct the statement in this way, it need not be understood as a nudge 
but rather as an act of rational persuasion, thus raising no problems regarding respect 
for autonomy. Indeed, we can also run the same analysis on the above statement in 
terms of its appeal to people’s sense of reciprocity. In our view, more work is necessary 
to draw a boundary between moral argumentation and nudging. The latter, after all, 
certainly makes use of System 1 processes such as people’s emotions and sense of rec- 
iprocity. 

To sum up our discussion thus far, some scholars argue that the use of nudges to 
influence people to register as organ donors is pro tanto wrong when these nudges fail 
to engage people’s rational capacities. The principal examples of such nudges include 
opt-out donor registration systems and the use of nudge statements that employ loss 
frames. With respect to opt-out donor registration systems, some respond that such 
systems promote people’s autonomy by giving them the freedom to focus on their 
most pressing concerns, or that people’s reliance on status quo bias is in fact rational, 
provided rationality is understood as ecological rationality. With respect to the use of 
loss frames in nudge statements, some respond that framing is inevitable and justi- 
fiable provided it leads people to make choices that align with their preferences. We 
have also seen that not all ‘nudge statements’ are normatively problematic. Some such 
statements can be reconstructed as moral arguments in brief, and so it is not clear that 
they are best understood as nudges in the first place. 

Finally, it is important to note that even if the critics of nudges are right that it 
is pro tanto wrong to employ nudges to increase organ donor registration, this does 
not mean that policymakers should not use them. There may be competing consider- 
ations that render the use of nudges on balance permissible, even if it is the case that 
people have a moral right to determine what happens to their organs after they die. 
First, some scholars argue that people have a duty to register as organ donors, appeal- 
ing either to notions of fairness (Steinberg 2004) or to the duty to easy rescue (Hester 
2006; Fabre 2006:72-97; Snyder 2009; Saunders 2010). If this view is right,” one might 
argue that although nudges are pro tanto wrong, they prevent people from commit- 
ting a second wrong, namely failing to register as an organ donor, and so may be on 
balance justifiable for that reason (Blumenthal-Barby/Opel 2018). 

Second, as MacKay and Robinson (2016) and Gelinas (2016) argue, if the use of 
nudges is expected to significantly increase the number of donated organs available 
for transplantation, the gains to people’s wellbeing may be great enough to outweigh 
the pro tanto wrong in question. Importantly, these two competing considerations 
may work together to justify the use of nudges if (1) people have a duty to register 


9 Steinberg (2004) offers a more systematic development of this argument. 


10 Forresponses to these arguments, see Ben Almassi (2014). 
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as organ donors, and (2) such registration will significantly increase the number of 
donated organs (Navin 2017). 


3. Nudging and Next-of-Kin Clinical Decisions 


In the effort to increase organ donation, next-of-kin decision-making at the end of life 
is another potential target for nudges. Many jurisdictions offer family members a de 
facto or de jure veto over organ donation. In the U.S., despite first-person authoriza- 
tion laws, a recent survey of all 58 organ procurement organizations found that 20 per 
cent would not proceed without the consent of the family (Chon et al. 2014). Limited 
international data show that an estimated 34-38 per cent of families refuse donation 
under both opt-in and opt-out systems (Rosenblum et al. 2012). Family members can 
thus pose an obstacle to donation, and, in some cases, may choose to frustrate the 
prior preferences of the decedent. 

Organ donation requestors may wish to nudge family members to make one deci- 
sion rather than another, relying on many features of System 1, including status quo 
bias and loss aversion. This type of case is different from that of registering organ 
donors, since the target of the nudge is not the potential donor but rather the potential 
donor’s family members. For example, Sheldon Zink and Stacey Wertlieb suggest that 
rather than adopting a “value-neutral approach” (2006: 130) in which families are pro- 
vided with information regarding donation in an unbiased manner, requestors should 
adopt a “presumptive approach” (ibid.) by presenting donation as the default option. 
With respect to the request for authorization in particular, Zink and Wertlieb (2006: 
135) contrast the standard and presumptive approaches in the following way: 


Standard Presumptive 

The request Would you like me to give you some | If you do not have any more questi- 
time before you make your final ons, | will now guide you through this 
decision? process. 


Table 2: Securing Familial Authorization (adapted from Zink and Wertlieb 2006) 


Scholars disagree both about whether it is permissible to nudge family members 
and about what the goal of the nudge ought to be. First, Sharif and Moorlock (2018) 
argue that it is permissible to nudge family members in order to bring their decisions 
in alignment with the decedent’s prior wishes. Accepting the premises that (1) people 
have a duty to donate their organs, and (2) people have a right to determine what hap- 
pens to their organs after they die, Sharif and Moorlock present the following argu- 
ment in support of the use of nudges: 


“a) If a person wants, or would want, to do the right thing, and (b) it is important to 
respect that person’s wishes in a given context, (c) it is prima facie ethically permissible 
to remove barriers to that person doing the right thing in the given context. (d) Donat- 
ing organs is the morally right thing to do, so (e) it is therefore prima facie ethically per- 
missible to remove barriers to organ donation.” (2018: 157) 
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They therefore conclude that it is permissible to use nudges to remove barriers to dona- 
tion, including the objections of family members. 

Sharif and Moorlock (2018) recognize that nudging is a form of nonrational influ- 
ence and so disrespectful of people’s autonomy, but they argue that it is justifiable 
because it both benefits potential recipients and fulfills the decedent’s prior prefer- 
ence to donate. Importantly, recognizing that people have a right to determine what 
happens to their organs after they die, Sharif and Moorlock (2018) argue that family 
members should not be nudged to authorize donation in cases where donation would 
compromise the decedent’s prior wishes. 

Other scholars reject Sharif and Moorlock’s position, suggesting that family 
members should be nudged to authorize donation with the goal of benefiting recip- 
ients. Zink and Wertlieb (2006: 130) argue that requestors should adopt a presump- 
tive approach to all families on the grounds that requestors have a responsibility to be 
advocates of donation, and that organ donation is the morally right thing to do. In con- 
trast to Sharif and Moorlock, Zink and Wertlieb (2006) hold that the goal of the nudge 
is not to fulfill the preferences of the decedent but rather to benefit potential recipients. 

A number of scholars are critical of this position, however. Some reject it on the 
grounds that people have a right to determine what happens to their organs after they 
die and therefore their preferences should take priority over benefits to recipients 
(Sharif/Moorlock 2018). Others argue that the presumptive approach is potentially 
manipulative and so may lead family members to make decisions that are not fully 
autonomous or in the best interests of family members and patients (Rippon 2012; 
Troug 2012). Nevertheless, if nudging family members is expected to significantly 
increase the supply of donated organs, one might argue that societal benefits outweigh 
the pro tanto wrongness of nudging family members (MacKay/Robinson 2016). There- 
fore, it may be justifiable to use pro-donation nudges even when the explicit motiva- 
tion is societal benefit rather than aligning outcomes with decedent’s preferences. 

A third possibility, which is deserving of future research, is whether it is permis- 
sible to use nudges to help family members make the ‘best’ decision for both the fam- 
ily and patient, where this may involve donation under some circumstances and no 
donation under others. Thaler and Sunstein (2008) understand nudges as a way to 
help decision-makers make good decisions under sub-optimal conditions. Given that 
more family members regret refusals than authorizations, interventions that increase 
donation authorization may promote the realization of stable, considered preferences 
for many family members (Rodrigue et al. 2008). There may be some set of nudges 
requestors could use to aid family members in making the best decision for themselves 
and the patient under challenging end-of-life circumstances. 


4. Conclusion 


Our aim in this chapter has been to provide an overview of the ethical dimensions 
of the use of nudges in organ donation policy. We first explored the use of nudges to 
increase organ donor registration before turning to the use of nudges to influence the 
decision-making of family members in cases where they are asked to authorize the use 
of their loved one’s organs. 
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We conclude by highlighting a number of ethical questions regarding the use 
of nudges in donation policy that require further research. First, regarding the use 
of opt-out systems of donor registration, more work is needed to determine if such 
systems should be understood as fully respectful of people’s autonomy, following 
Schmidt’s conception of ecological rationality, or whether systems that employ active 
choice frames — e.g. mandated active choice — are superior in this respect because they 
aim to minimize the effect of bias on people’s decision-making. Second, should state- 
ments that can be understood to offer moral arguments in brief be considered nudges, 
even though they appeal to aspects of System 1? Third, nudges frequently support bet- 
ter choices for people who hold majority views but not those who hold minority views. 
Additional consideration is needed regarding how nudges can both reduce mistakes 
for the majority while also respecting the autonomy of people whose stable, considered 
preferences are minority views — i.e. those who prefer not to donate their organs. 

Finally, even ifit is in principle permissible to nudge potential donors and/or family 
members to increase donation rates, there are a number of further ethical issues pol- 
icymakers must consider before implementing such a system. A number of scholars 
have argued that because, as Luc Bovens puts it, the features of System 1 exploited 
by nudges “work better in the dark,” (2009: 209) policies that employ nudges must be 
implemented with transparency and accountability (Thaler/Sunstein 2008: 244-245; 
Bovens 2009; Farrell 2015). In addition, even if governments and organ procurement 
organizations implement nudges in a transparent way, there is always the difficult 
question of whether the use of nudges may undermine public trust in the organ trans- 
plantation and broader health care system. Although there is widespread scholarly 
agreement on the need for transparency and the potential detriment to public trust, 
further work is necessary to determine exactly how the principles of transparency and 
accountability should be understood in this context. 
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4, Appealing to Trust in Donation Contexts 
Expectations and Commitments 
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1. Introduction 


When the news reported on a German organ allocation scandal in 2012, transplanta- 
tion medicine attracted significant attention in academic and political discourse. The 
media covered cases of manipulated data in the allocation of livers donated post-mor- 
tem in several German cities (Shaw 2013).! Even before those scandals, the absolute 
number of post-mortem donors had started to decrease, and continued to do so after 
those events. However, both media and research claimed that public distrust in the 
system had led to this decrease (Pondrom 2013).” This German case is not exceptional; 
other scandals have also caused international agitation. For example, the unautho- 
rized retention of postmortem tissues/organs (mainly from children) from 1988 to 1995 
at Bristol Royal Infirmary and Liverpool Alder Hey Royal Infirmary led to public outcry 
in the UK after a public inquiry in 1999. In the wake of this crisis, a new regulatory 
framework, the Human Tissue Act, together with the Human Tissue Agency as regu- 
latory body, were established in 2004 in order to rebuild trust (Sheach Leith 2008).’ 
Public debates on research with human tissues stored in biobanks were also triggered 
by the establishment of the Icelandic Health Sector Database and the exclusive license 
granted to the American enterprise deCODE for its commercial use. Consequently, 
there was rising awareness that abuse of samples and data might decrease people’s 
trust in biobank research.* These examples indicate that “it is precisely non-routine 
contexts that generate the need to start talking about trust” (Simpson 2012: 560). Ref 
erences to trust are like an alarm, demonstrating that “the habitual assumption of 
cooperative behavior no longer applies” (ibid.). 


=i 


This is not to deny that trust is also relevant in the context of organ donation after cardiac death or 
living donation. However, because trust may relate to different aspects here, this paper focuses, for 
reasons of scope, only on posthumous organ donation after brain death. 


We use the term ‘distrust’ throughout the paper, also in cases where other authors speak of ‘mistrust’. 


N 


For us, mistrust and distrust are interchangeable terms. 


In Germany, the Augsburg-Munich proposal for a distinct Biobank law has been solicited as a step for 


w 


promoting the trustworthiness of biobanks (Gassner et al. 2015). 


4 Foran overview of the development of the Icelandic Health Sector Database see Beier (2019). 
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Trust therefore only becomes topical after scandals or other forms of disruptions. 
Typically, after such events, actions to rebuild trust are taken. In response to the Ger- 
man organ allocation scandal, for instance, the Medical Association (Bundesdrzteka- 
mmer) established a commission to which incidents of misuse or irregularities could 
be reported anonymously (Vertrauensstelle Transplantationsmedizin). Along with such 
actions, appeals to trust in both media and policy often seek to rebuild the belief that 
the institution is reliable, although a certain amount of damage took place and some 
risk or insecurity remains. 

However, this does not mean that trust is irrelevant outside of disruptive events. 
Throughout their routine practices, institutions involved in the donation of human 
body parts, such as organ donation for transplantation and tissue donation for 
research, take active measures to ensure public trust in order to reach their specific 
goals. 

In these routines, trust remains a necessary, yet implicit condition. Institutions 
and actors involved in bodily donations invest extensive resources into increasing 
trust, for instance through their self-presentation on websites and public involvement 
measures. In addition, the academic discourse that reflects such self-presentations 
and public involvement often argues that more trust potentially increases the willing- 
ness to donate (Brown 2018; Dabrock et al. 2012). 

These discourses evoke a certain paradigm, which we will critically analyze in this 
chapter. This paradigm follows a logic in which the application of adequate practices 
and regulative frameworks leads to a well-informed public, thus leading to trusting 
donors who ultimately support donations in practice. As we will show, the emergence 
of trust is more complex than this paradigm suggests. In addition, the willingness 
to donate organs for transplantation and tissue for research depends not only on 
trust but also on other factors, such as concepts of the body, understandings of death, 
acceptance of research in general, as well as notions of altruism and solidarity. By 
comparing organ donation and tissue donation for research, our analysis will reveal 
these factors and their different relation to trust and distrust. 


2. Defining Trust 


Trust is an essential precondition for human interaction. Without trust, many goals 
in personal life, such as friendship or cooperation at the working place, would not be 
achievable. Trust becomes particularly relevant in the face of irreducible uncertainty 
(Méllering 2006; Lahno 2001), e.g. when people lack information or, conversely, are 
overwhelmed with information. In both cases, they are limited in their ability to make 
a decision or act in a specific situation. By entrusting a decision to another person 
or institution, people can maintain their agency. In this regard, trust is essential for 
handling the complexities of modern life (Luhmann 1979). Although trust is an every- 
day concept, it is understood differently based on both divergent disciplinary perspec- 
tives as well as varying assumptions about its very nature. 
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2.1 Models of Trust 


Broadly speaking, trust can be variously characterized as an expectation, an emotion, 
or a belief." Early concepts of trust were inspired by rational choice models (Gambetta 
1988). These explain “trust as a rational result of a self-interested actor’s perceptions 
of another actor’s trustworthiness” (Méllering 2006: 24). In particular, these models 
are concerned with calculating the probability that an expected action will be taken. 
In contrast, more recent approaches not only recognize the crucial role of affection 
for the emergence of trust but also stress its genuine moral dimension (Jones 1996; 
Lahno 2001; Wiesemann 2016). Our analysis of organ donation and tissue donation 
for research employs these more recent accounts, because both practices touch upon 
fundamental moral issues, e.g. using a person’s body (parts) for the sake of others. 


2.2 The Moral Dimension of Trust 


Trust relationships play a crucial role in medical contexts. Therefore, it is important to 
look at accounts of trust that emphasize its relational and moral dimension. First, by 
trusting, a person (‘trustor’) exposes herself to another source of insecurity, when she 
assumes that the trusted person (‘trustee’) will act in accordance with her interests 
and values. Because there is no guarantee that the trustee will do so, the trustor makes 
herself vulnerable to the trustee. However, the trustor is optimistic that the trustee 
will live up to her expectations. In doing so, the trustor accepts her “vulnerability to 
another’s possible but not expected ill will (or lack of good will)” (Baier 1986: 235). It 
is a constitutive aspect of trust that it grants the trustee considerable discretionary 
power (ibid.). Moreover, there is usually no predefined mode of action that the trustee 
must follow. While this gives the trustee some leeway to meet the trustor’s expecta- 
tions, this leeway is not unlimited. Rather, the trustee is morally bound by the trus- 
tor’s expectation that she will use this power responsibly; if the trustee were to use his 
power irresponsibly, she would risk fostering distrust. For the trustor, the anticipation 
that the trustee is committed to her values or goals can strengthen trusting expecta- 
tions (Lahno 2001). 


2.5 Trust as Optimistic Expectation 
Defining trust as an expectation illustrates its genuine moral dimension, distin- 


guishing it from reliance.‘ When we rely on someone, we expect a predictable action 
or non-action by this person, but we are indifferent, unaware, or even critical of her 


5 Incontrast to the question of the ‘nature of trust’ is its social, moral or epistemic function in a complex, 
highly differentiated modern world. 

6 Most of our favored approaches share the idea that reliance is a necessary but insufficient condition 
for trust. Other models of trust that we do not take up in detail understand trust as a belief (Hieronymi 
2008). In these approaches to trust, someone needs to be convinced that he is acting according to one’s 
expectations. Such beliefs influence someone’s decision to trust. That way, the belief in one’s own ex- 
pectations becomes a sufficient condition for reliance. 
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underlying motivation (Mullin 2005: 324).’ In contrast, by trusting we count on the 
personal motivation of the trustee® to be responsive towards our goals or values. When 
a person we rely on fails us, we feel disappointed, but we do not hold her morally 
accountable. In contrast, if our trust is broken we feel betrayed or let down (Baier 1986: 
235). Because trust implies a genuine moral commitment to consider the others’ con- 
cerns, failing to do so qualifies as moral failure (Hawley 2014; Wiesemann 2016). 

As Mollering (2006) notes, trust does not emerge without reason (e.g. a belief in 
the other’s competencies and integrity); however, such reasons alone are not sufficient 
to generate trust. Rather, there is a ‘mystical’ element that bridges the gap between 
our reasons to trust and trust itself. This element has been conceptualized as ‘leap of 
faith’ or ‘suspension’; trust implies that the trustor temporarily treats uncertainty and 
vulnerability “as if they were favorably resolved” (ibid.: 111; original emphasis). Trust- 
worthiness, thus, is not an intrinsic property of a trustee but an attribution from the 
side of the trustor. It is through trust-based interpretations that a trustor adopts a 
trusting attitude towards another person. In particular, the trustor’s positive expec- 
tation builds on a selective perception of the world that is not primarily governed by 
objective facts but rather by subjective emotions or affections (Lahno 2001; Jones 1996). 
From the trustor’s perspective, trust needs “to feel right, true, plausible, and so on in 
spite of inconclusive evidence” (Möllering 2006: 121). This feeling makes (dis)trusting 
attitudes quite resistant to contrary evidence. Both the trusting and distrusting per- 
son are inclined to emphasize reasons that support their attitudes and ignore those 
that could challenge their attitude towards the trustee (Jones 1996; Mdllering 2006: 
114). However, trust is not only “self-confirming” (Jones 1996:17) but also self-reinforc- 
ing insofar as it builds on the hope “that by trusting we will be able to bring about 
the very conditions that would justify our trust” (ibid.: 22). Trust has therefore been 
described as a performative act that brings about the desired disposition by the very 
act of trusting (Lahno 2001). 


2.4 Trust and Distrust 


Any examination of trust inevitably confronts us with the question of what differen- 
tiates trust from distrust. At first sight they appear to be opposites. However, recent 
approaches question this dichotomy by stressing the coexistence of trust, lack of trust, 
and distrust (Mihlfried 2018). In particular, the absence of trust does not automatically 
imply distrust; people may sometimes simply be indifferent or disengaged regarding 
a particular matter (Hawley 2014). Moreover, if trust is understood as a social practice 
(Hartmann 2011), distrust can form part of this practice. Specifically, distrust allows 
questioning of the underlying values of a specific practice and may thus contribute 
to its reformation without necessarily damaging the practice as a whole. This is very 
important for bodily donations because it also helps us to analyze which groups can be 
characterized as (dis)trustors: while trustors accept their vulnerability and expect that 
trustees will handle their power responsibly, distrustors expect (or have even experi- 


7 \fwe rely on inanimate objects, it does not even make sense to assume any kind of positive or negative 
motivation if the expected result fails to materialize. 

8 Current theories explain this motivation with reference to different factors, such as assumptions 
about the trustee’s benevolence (Jones 1996) or moral integrity (McLeod 2000). 
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enced) the contrary. People who lack trust are indifferent here; they neither trust nor 
distrust. 


2.5 Trust in Systems 


Not only people but also abstract entities (e.g. institutions) can be the object of trust. 
We may plausibly assume, however, that trust in organizations or institutional pro- 
cedures is always mediated via personal contacts with its representatives (Hartmann 
2011). Within such systems trust is built via “access points”, which connect “lay indi- 
viduals or collectivities and the representatives of abstract systems” (Giddens 1990: 88). 
For example, in the context of bodily donations it is physicians and researchers who 
serve as access points for building trust in the medical system, or in research in gen- 
eral. Importantly, these personal contacts can be either “junctions at which trust can 
be maintained or built up” (ibid.) or, if doubts arise about the system representatives’ 
moral integrity or their competence, gateways for the erosion of trust in the institution 
as whole. 

Organ and tissue donations for research are beyond the donor’s control and, there- 
fore, require trust in the respective system and its actors. Donors in particular face 
irreducible uncertainty in both opt-in and opt-out contexts — though for different rea- 
sons. For example, in both systems, prospective organ donors can document and spec- 
ify their preferences, but they must rely on the relevant actors in the system to respect 
their preferences. Many of the features of trust discussed above relate to the fields 
of organ donation (OD) for transplantation and tissue donation for biobank research 
(BR). In the following, we will analyze the role of trust in OD and tissue donation for 
research and highlight its ethical implications, especially regarding public communi- 
cation. 


3. The Ethical Relevance of Trust in Organ Donation 


For various actors in the context of transplantation medicine, trust is needed to cope 
with multiple insecurities. By trusting, these actors become vulnerable, and are willing 
to accept their vulnerability. It is important to keep in mind, though, that trust is rele- 
vant in both opt-in and opt-out systems; transplantation medicine is always based ona 
dense network of trusting and distrusting relations. This becomes even more apparent 
in cases of successful transplantation, where we can observe the result of trusting rela- 
tionships between different actors. Successful transplantations are joint accomplish- 
ments of “recipients, donors, surgeons and other medical professionals” (Almassi 2014: 
275) that engage with each other through their knowledge, cooperativeness, and trust. 
This positive notion of trust, however, has gained very little attention. Rather, the 
debate’s initial focus was — and still is — public distrust in OD (Newton 2011; Morgan 
et al. 2008); and this distrust is usually located in the unaffected, prospective organ 
donors (Brown 2018; Irving et al. 2012). Prospective donors need to trust that medical 
professionals and respective authorities will act according to their preferences. And in 
systems in which family members may have a say in the fate of the deceased’s organs, 
prospective donors also need to trust their next of kin to decide according to their pref- 
erences. Moreover, given the pronounced need for organs in both opt-in and opt-out 
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systems (Beard 2013), this focus on donors is unsurprising. It follows the logic already 
outlined in our introduction (see 1), which anticipates that providing information 
increases public trust. A trusting public, in turn, is likely to support organ donation, 
which would ideally lead to higher donation rates (Morgan et al. 2012). According to 
this logic, public distrust is one explanation for decreasing donation numbers (Morgan 
2009). However, such a strong focus on public distrust might exclude some perspec- 
tives from analysis and risk overemphasizing the link between trust and willingness to 
OD while ignoring other reasons for non-willingness to donate. 


3.1 Trustors, Trustees, Objects of Trust in Organ Donation 


Successful donations remind us of the multiple dimensions of trust that transplan- 
tation medicine encompasses: not only prospective donors but also their families and 
organ recipients may count as trustors (Dicks et al. 2018). Trusting and distrusting 
attitudes amongst medical professionals have only recently begun to receive attention 
(Jawoniyi et al. 2017). At first blush, the idea that those involved in transplantation 
medicine might also trust or distrust the system seems very surprising. Because they 
are likely to be well-informed about transplantation matters, this idea complicates 
the assumed correlation between lack of information, public distrust, and low organ 
donation rates. Indeed, an attitude of trust is not limited to certain groups because 
“our varied experiences, perspectives, and social identities underwrite varied assess- 
ments of others’ reliability, goodwill, and responsiveness in our interactions with 
them” (Almassi 2014: 279). This applies as much to experts as to laypeople. 

However, aside from their moral expectations, there is still a difference between 
transplantation professionals and other groups involved, such as donors. As argued 
in section 2 above, a trustor exposes herself to insecurity when she assumes that the 
trustee will act in accordance with her interests and values and thus becomes depen- 
dent on the trustee’s good will. Medical professionals who are involved in donations 
but are not themselves donors or recipients are unlikely to be vulnerable and depen- 
dent in the system. As access points to the transplantation system, they are very likely 
to be in the role of trustees. 

Therefore, transplantation experts do not evaluate the transplantation system in 
terms of trust but rather in terms of its reliability. They expect predictable actions or 
non-actions (such as shared standards amongst colleagues), but they are indifferent, 
unaware or even critical of the underlying motivations. After disruptive events such as 
organ allocation scandals, experts try to ameliorate or increase the system’s reliability 
(see also chapter 9 in this book). 

Corresponding to the multitude of possible trustors and trustees is a broad range 
of objects of trust, namely those actions that constitute trusting relationships. As 
stated above, the debate has focused on donor autonomy and its relationship to donors’ 
trust and distrust. However, even for donors there can be other objects of trust, such 
as careful diagnostics of brain death, respectful treatment of the body, and careful 
communication with the family of the deceased. A donor’s relatives are likely to have 
the same objects of trust. For organ recipients, the conditions under which the explan- 
tation took place and the communication about risks and benefits of transplantations 
can be objects of trust. Another object of trust, however, which is central to all actors 
- donors, their families, and recipients — is the fair allocation of organs. 
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Just as the objects of trust in transplantation medicine vary, so do the objects of 
distrust. All the objects of trust mentioned here - donor autonomy, careful diagnos- 
tics of brain death, respectful treatment of the body, careful communication with 
donor families, and fair allocation of organs as a scarce resource — if being part of 
unfulfilled commitments, can also be objects of distrust. People who distrust OD feel 
that responsible actors or institutions did not honor their commitments. According 
to our understanding (see 2), trust and distrust are not dichotomous; some groups 
may neither trust nor distrust the system. Their ‘lack of trust’, therefore, must not be 
understood as distrust; they might simply be indifferent to trust because they have not 
taken the leap of faith. 


3.2 Trust, Distrust, and the Willingness to Donate 


It would seem logical to assume that those who trust systems of bodily donations are 
themselves likely to be donors. Conversely, distrust is commonly cited as a reason for 
low donation rates (see above). However, the situation is more complex than this. For 
example, distrust alone cannot explain negative attitudes towards organ donations. 
Rather, four factors, often intermingled, largely explain attitudes to OD: first, various 
social-psychological reasons (Falomir-Pichastor et al. 2013); second, cultural concepts 
of the body and/or death (Schicktanz et al. 2017); third, structural problems within the 
medical system (Jawoniyi et al. 2017); and, fourth, the legal model of consent (Moli- 
na-Pérez et al. 2018). There is no evidence that one factor alone can explain the differ- 
ences in donation rates. 

Moreover, there is a difference between people’s support of organ or tissue 
donation in theory and actual donation rates (Caille-Brillet et al. 2019). Approaches 
that closely link trust, public information, and donation rates cannot explain why 
actual donations remain low despite increased regulation and information activities. 
Instead of arguing for even more information in order to increase trust, the debate 
could profit from a more complex model of OD-related decision making, taking into 
account concepts of the body, criteria of death, and preferences associated with dying 
(Pfaller et al. 2018). By trusting, a trustor adopts the attitude that trustees will respect 
their values regarding these issues. Therefore, a trustor is vulnerable, as she “allows 
another [person] to exercise a certain amount of control over matters that are of some 
importance” (Lahno 2001, 171). So, she accepts the risk of harm or an infringement of 
her values. On this understanding, trust is “to some extent, independent of objective 
information” (ibid.). This may be of only minor relevance to people who generally trust 
the system but need more information to make their decision. More transparency and 
correct information might indeed help this particular group to decide. 

However, there are those that believe that the trustee will not respect their val- 
ues or will not honor his commitments. They are the distrusting group. They do not 
see that trust in the medical system and the public institutions administrating OD 
will enhance their range of options. Rather, they expect harm from it: infringement 
of their interests, manipulation, prioritizing organ donation over preserving life, and 
much more. Thus, their distrust entails the expectation that transplantation medicine 
will violate its obligation to respect their preferences and vulnerability. False or mis- 
leading information might even trigger these forms of distrust (Hansen et al. 2020). 
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From a trust-based perspective, it thus follows that there is no need to closely link 
distrust and unwillingness to donate: people might be willing to be an organ donor 
despite distrusting the system. In such cases, other factors, such as solidarity with 
potential recipients or minimizing suffering, trump their distrust. Conversely, it is 
possible to find a system reliable and still not to support OD: for instance, if someone 
does not share the very core concepts of transplantation medicine, such as brain death 
or the replaceability of body parts, they are unlikely to be a willing donor. They have 
no reason for a ‘leap of faith’. However, this does not automatically mean that they 
distrust the system in general. Rather, they do not identify with it at all. Consequently, 
trust is simply not applicable for those groups because they are not willing to make 
themselves vulnerable to the OD system. However, they can still value OD as a therapy. 
Such groups in particular feel ambivalent because they want to help others in need, 
and they do support OD systems, but they do not want to donate themselves (Pfaller 
et al. 2018). They might seek alternatives to support patients’ needs (Dijker et al. 2019). 
Bodily donations for research might provide such an alternative because they might 
indirectly improve transplantation outcomes, immunosuppression or other drugs, or 
alternatives to organ donation. 


4. The Ethical Relevance of Trust in Tissue Donation for Research 


Trust generally plays a crucial role in research involving human subjects. For example, 
research participants who subject themselves to potentially risky interventions must 
trust researchers’ professional competencies as well as their ethical integrity. At the 
system level, trust in research oversight mechanisms, such as ethical review boards, is 
also crucial. But researchers must also be able to trust their potential research subjects, 
e.g. to provide correct information about their state of health or medication (Resnik 
2018: 89f.). However, although trust is accepted as an important value in the context 
of research, its moral implications for medical research are far from clear (Kerasidou 
2017). This inevitably raises questions for biobank research (BR). As BR research para- 
digmatically demonstrates, “public trust has become something of a buzzword: univer- 
sally assumed to be crucial to biobank research, but rarely defined” (Johnsson 2013: 47, 
emphasis cited). 

In order to better understand the role of trust and its ethical implications for BR, 
we will first discuss trust as an alternative ethical framework to informed consent 
(Hawkin/Doherty 2010) (see 4.1). Second, we will analyze the relevance and implica- 
tions of trust/distrust for participation in BR. Trust is often presented as an empiri- 
cally measurable indicator of people’s actual willingness to donate their samples and 
data. However, just as in the case of OD, we will show that the relationship between 
trust/distrust and actual participation is not as straightforward as this rhetoric sug- 
gests (see 4.2). 


4.1 Trust as Alternative Ethical Framework 
The bioethical literature discusses various objects of trust in the context of BR. For 


example, people may place trust in biobank operators or researchers (Lipworth et al. 
2009), in biomedical research in general (de Vries et al. 2016), or in governance mech- 
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anisms, such as independent oversight (Prainsack/Buyx 2013). Trust in BR may also 
derive from trust in the national health care system or the government in general 
(Gaskell et al. 2010). Not least, trust in BR may be mediated by physicians, who act as - 
following Giddens’ terminology — “access points” (1999: 88) for patients’ trust (see 2.5). 
It is worth noting that potential donors are typically approached by physicians in the 
clinical context, e.g. prior to surgery. 

Just as in the case of OD, the debate on BR mainly focuses on donors’ trust.” This 
can be explained by the open-ended purposes of BR, where, due to the rapid devel- 
opment of diagnostic tools and information technologies it impossible to foresee all 
future uses of donors’ samples and data in research. This leaves potential donors in a 
situation of irreducible uncertainty which limits the possibility of truly informed con- 
sent. While it could be argued that the donation of tissue, blood, or other bodily flu- 
ids for research does not usually involve noteworthy physical risks (samples are often 
acquired during medical routines), there may still be immaterial dangers, e.g. disclo- 
sure of sensitive information to third parties. 

By entrusting their samples and data to research, participants render themselves 
vulnerable to researchers’ decisions. However, even though they are experts in their 
fields, researchers are no more able than donors to foresee all the possible future uses 
of tissue and data. Indeed, if they were able to predict this, it would be immoral for 
them to withhold this information from donors. Moreover, the fact that biobankers/ 
researchers are entrusted with donor samples and data renders them morally obliged 
to use these materials in a way that respects the rights and values of donors, e.g. by 
promoting public health and protecting their privacy. Thus, far from sustaining a 
one-sided dependency, BR builds on a reciprocal relationship between donors and 
researchers. In fact, researchers or physicians that recruit tissue donors incur a moral 
responsibility towards the latter. Specifically, they are required, amongst other things, 
to avoid or at least to correct mistakenly assumed trust, e.g. if donors lack the respec- 
tive competences or hold erroneous assumptions about the aims of research (Johns- 
son et al. 2013). In this way, the risk that donors become unilaterally dependent on 
researchers and thus disempowered is counterweighed by the moral obligation that 
their trust imposes on researchers. 

Against this background, obtaining donor consent in BR, even though it is not fully 
informed, is at least symbolically important (O’Neill 2002). In particular, the very act 
of being asked, alongside the possibility of withdrawing from participation, respects 
donors as moral agents and allows researchers to present themselves and their institu- 
tion as trustworthy (Allen/McNamara 2011). Boniolo et al. thus speak of a “trusted con- 
sent” (2012: 95) which requires that donors believe in the competence as well as moral 
integrity of researchers. Thus, from a trust-perspective, the design of (alternative) 
consent models is a sensitive issue: presumed and, to some extent, also open/blanket 
consent models” may not suffice to establish a relationship of mutual trust. In par- 


9 Strictly speaking, however, trust is also relevant for biobank operators, and particularly researchers. 
Because BR may require repeated contributions by participants, banks and researchers must trust 
participants’ ongoing willingness to support BR. In addition, when sharing their samples, researchers 
must trust that others also respect the donors’ rights and values. 

10 Although there is no uniform use of these terms, the different consent models can be roughly char- 

acterized as follows: Presumed consent implies that tissues/data are automatically taken (e.g. left- 
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ticular, the presumed consent model takes participation for granted and thus “lacks 
any symbolic act that enables individuals to declare their trust and their identity as 
moral actors in their community” (Allen/McNamara 2011: 165). In contrast, broad con- 
sent alongside mechanisms of independent ethical oversight can have a trust-ensuring 
effect. While researchers remain accountable to donors, the latter’s trust grants them 
sufficient leeway to pursue research questions that are of general public interest. At 
the same time, donors are relieved of the time-consuming task of staying up to date 
about all relevant research aspects. 


4.2 Trust, Distrust, and Participation 


Empirical studies that examine people’s willingness to participate in BR report con- 
currently on high participation rates. That patients but also healthy people are highly 
ready to donate their bodily materials — often leftovers from diagnostics or surgery 
but also samples specifically collected for research purposes — is often interpreted as 
an indication of public trust (Critchley et al. 2015). At the same time, there is a broad 
awareness that this trust can easily be lost, e.g. due to a mishandling of samples (Mas- 
ter et al. 2012). Reflecting this perception, ubiquitous appeals in both the media and 
also scientific discourse seek to build and sustain trust in BR (Sprecher 2017; German 
Ethics Council 2010; Hansson 2005). However, public solicitation for more) trust 
in biobank research’ can be a strategic narrative in order to present biobanking in a 
favorable light and to encourage participation (Johnsson 2013; Snell/Tarkkala 2019). 
Simply calling for trust without corresponding action renders such appeals empty. In 
fact, trust cannot be forced; rather, it emerges subtly over time. For example, general 
trust in science may gradually grow into a personal trust-relationship with a specific 
researcher or research institution (Nobilé et al. 2016), but this process is not guaran- 
teed. 

Second, participation in BR is not a matter of donors’ trust alone. Because percep- 
tions of trustworthiness develop in the mind of the donor and are also influenced by 
social and cultural factors (Sheikh/Hoeyer 2018), it is not easy to determine what will 
tip the scale for an individual donor’s decision to trust BR. Without deeper knowledge 
about donors’ attitudes, it may be misleading to understand participation per se as a 
reflection of donors’ trust in BR. Also, it need not necessarily be trust that motivates 
people to donate their samples and data to BR. For example, there is some evidence 
that people do not take much interest in what is happening to their samples (Hoeyer 
2012). Beyond trust, participation in BR may be influenced by the personal predispo- 
sitions of donors (Nobilé et al. 2016), reliance on the proper functioning of medical 
routines, or a sense of duty to support research. Furthermore, recruitment strategies 
employed by researchers are relevant here (Van Zon et al. 2016). For example, physi- 
cians may not be sufficiently motivated or prepared to inform their patients about the 
option of donating tissue to BR, e.g. due to time-pressure or discomfort to discuss the 


overs from diagnostics or surgery) unless people file an objection. Open/blanket consent means that 
people are asked to agree to research in general, without any specification. Models of broad consent 
intend to use samples/data for a broad range of research purposes that cannot be specified in detail 
but at least narrowed down to certain fields. In addition, oversight by an independent ethical review 
board is typically foreseen. 
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donation of certain types of tissues, such as brain tissue (Beier/Frebel 2018). In this 
case, lack of participation cannot be attributed to a lack of donors’ trust. 

Even though participation in BR should not be framed as a matter of trust alone, it 
is still important to ask what promotes the trust of donors. In particular, the notion of 
trust as a moral commitment emphasizes the responsibility of researchers to live up 
to donors’ expectations. A recurrent promise in the biobank discourse is to ensure this 
by strengthening ethical and legal governance mechanisms (e.g. with regard to infor- 
mation, control or transparency) (Hawkins/O’Doherty 2010). However, such measures 
may miss the point insofar as this increases reliability rather than trust per se (O’Neill 
2002). For example, by insisting on strict informed consent rules - despite the pub- 
lic’s broad support of biobank research - the public’s trust may even be undermined 
by nourishing suspicion that had not previously existed (Ducournau/Strand 2009). In 
fact, in order to genuinely trust, potential donors to BR need a different kind of evi- 
dence, i.e. the commitment of researchers to respect their interests and values. 

Empirical studies have shown that participants are predominantly motivated by 
the wish to help others and to improve the health of future generations (Kettis-Lind- 
blad et al. 2006; Porteri et al. 2014). An important step for winning/maintaining poten- 
tial donors’ trust would thus be to respect “the spirit in which donations were made” 
(Hoeyer 2012: 36)." This could be done, for example, by delivering visible results for the 
common good (Zawati 2014) and by allowing for benefit-sharing and public involve- 
ment (Masui 2009). Against this background, donors’ trust in BR would most likely 
be eroded if they came to realize that their interests and values had been disrespected 
or even misused, for example if donors learned that the samples they donated out of a 
sense of altruism and solidarity had been used for commercial purposes rather than 
to improve general health levels. In fact, the involvement of commercial actors and 
breaches of confidentiality, particularly regarding genetic information, have been 
identified as sources of distrust (Caulfield et al. 2014; Solum Steinsbekk et al. 20138; 
Goddard et al. 2009). 

At the same time, refusal to participate does not necessarily indicate a distrusting 
attitude; it may also be due to a lack of understanding regarding the relevance of BR, 
or simply a lack of time (Melas et al. 2010). Furthermore, people raising doubts about 
certain aspects of BR need not erode trust in BR in general. In fact, public deliberation 
and consultation on BR can be used to reflect on the underlying values of this practice 
in order to strengthen trust (De Vries et al. 2018). BR requires an ongoing relationship 
between donors and researchers: the former must repeatedly provide bodily materials 
and related data for research, while the latter regularly share the results of their research 
with donors as recognition of their contribution. This repeated mutual interaction can 
be conducive to the emergence of trust. However, since research is often closely related 
to medical treatment, there is also a risk that donors may (mistakenly) come to “under- 
stand the aim of research as serving them directly” (Solum Steinsbekk et al. 2013b: 899). 
Given that unfulfilled commitments can lead to distrust, the distinction between medi- 
cal treatment and research participation must be made transparent to donors. 


11 Patients’ ‘spirit of donation’ may even be more pronounced than that of healthy donors. Although the 
motivation to contribute to biobank research is high in both groups, patients have a personal interest 
in promoting research. In particular, they trust the researchers to advance knowledge on their disease 
(Bochud et al. 2017). 
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5. Trust and Public Communication 


As our analysis shows, the role of trust in organ donation for transplantation and tis- 
sue donation for research is complex. It involves donors, patients, family members, 
health care professionals, and researchers in the roles of both trustors and trustees. 
Given this multitude of actors involved, there are various sources for error and uncer- 
tain outcomes, rendering both opt-in and opt-out systems fragile and highlighting the 
need for trust. Against this background, it is instructive to look at the role of commu- 
nication. After all, what can establish, maintain, or increase trust if not communica- 
tion? 

According to our theoretical analysis, the role of communication for both reliance 
and trust must be considered here. One noticeable feature of our analysis is that we 
find references to ‘trust’ that follow a more instrumental logic: an increase of informa- 
tion leads to transparency, which leads to trust, which will then most likely increase 
people’s willingness to donate/participate. This logic is reflected, for example, in the 
German Ethics Council’s opinion on research biobanking: “To guarantee this trust [in 
BR], the procedure itself, the provisions governing it and the activities of the biobank 
must be transparent. Depending on the degree to which this transparency is guaran- 
teed by law, it may be expected that donors are readier to cooperate and possibly also 
to accept a more extended use of samples and data” (German Ethics Council 2010: 21). 
However, ensuring transparency through communication does not increase trust but 
merely reliance. 

Besides such official statements from public institutions, information campaigns 
are used to spread knowledge about bodily donations and - in many cases — to foster 
support for donations (Hansen et al. 2018). Again, the common wisdom here is that 
complete or accurate information maintains, protects, or even increases public trust: 

“The more accurate the information available, the more accurate the anticipation of 
future eventualities and the more appropriately directed the trust” (Brown 2018: 145). 
According to this logic, trust again becomes a synonym for mere reliance and is thus 
robbed of its dense moral implications. Speaking of reliance here seems more appro- 
priate, as accurate information might indeed help the public to think of a system as 
reliable. 

Against this background, it is striking that public campaigns also can have unin- 
tended counter effects when they are open to scrutiny. For example, early German 
organ donation campaigns introduced the idea that potential organ donors are given 
priority in organ allocation (Hansen et al. 2020). However, this implicit promise is, at 
least in the German system, false; no donor can rely on calculation to ensure that they 
will receive a needed organ. Research shows that skeptics are especially sensitive to 
such misleading claims, and reluctant persons even express that such information 
practices can lead to distrust (ibid.). These findings show that skeptical people are very 
sensitive to the ways OD issues are framed. 

In the context of BR, donors are enticed to entrust their samples and data to 
research by more or less explicit references to solidarity, altruism, or notions of the 
common good. For example, in order to attract donors to an ongoing imaging study, 
the UK Biobank website features the slogan “Improving the health of future genera- 
tions” above a counter that records the number of participants enrolled. The subtitle 
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reads: “Participants scanned so far — help us to make it to 100.000!” On the one hand, 
this can be seen as a way to present BR as a trustworthy endeavor; on the other hand, 
it is through this “normative recruitment” (Ursin and Solberg 2008: 109) that biobanks 
render themselves vulnerable to the public’s critical eye. In order to deserve and main- 
tain people’s trust, they must show that they are seriously seeking to live up to these 
promises. This, however, may not always be easy in the context of BR. Due to its long- 
term nature, evidence of fulfilling specific promises may remain quite abstract. Also, 
researchers may not always be able to meet donors’ expectations, e.g. regarding the 
effective use of samples due to the current underutilization of sample collections (Zika 
et al. 2011). In fact, the perception that notions of solidarity or the public good are 
being evoked instrumentally - e.g. to “sell science” (Johnsson 2013: 59) - could erode 
people’s trust in BR, which may affect their willingness to participate in this strand of 
research. 

In these cases, communication serves as a tool to strategically generate public 
understanding or even public acceptance, an aim that has been criticized by discourse 
ethicists, and by Habermas (1984) in particular. Indeed, this style of communication 
might increase the reliability of institutions and thus contribute to public acceptance. 
However, it will fail to increase trust if it does not invite people to make themselves 
vulnerable by taking a ‘leap of faith’ (Méllering 2006). In the analysis or creation of 
such communicational interventions, therefore, one should critically ask if the call 
for ‘more trust’ is a plea for ongoing dialogue or for the acknowledgement of both the 
vulnerabilities of trustors and the commitments of trustees? Or is it rather a strategic 
move to ensure more public acceptance by using ‘trust’ as a synonym for ‘reliance’? 

However, it is important to note that even communicational interventions that aim 
to increase public acceptance follow some “implicit expectations” (Johannesen et al. 
2008: 12) of public discourse. Specifically, when such institutions are in need of moral 
support, e.g. from possible donors, they decide for campaigns or other interventions. 
These institutions take for granted that their goals are relevant to the public and can- 
not be solved by individual action or experts alone. Moreover, they consider their goal 
so important that they are willing to expose their practices to public scrutiny. It is 
precisely this fact that serves as a link between communication and trust, which goes 
beyond reliance. 

Here, it is important to repeat that trust implies a ‘leap of faith’ (Méllering 2006). 
However, it is difficult to predict in specific cases which factors will generate public 
trust. There is no guarantee that people take the plunge into trust, especially if inter- 
ventions mainly focus on rational aspects such as control, external surveillance, and 
formal procedures. 

Nevertheless, we may still ask ourselves how we can strengthen trust. In other 
words, how can we invite potential donors to take a ‘leap of faith’ and to render them- 
selves vulnerable? Even though trust includes a “mystical” element (ibid.: 118), we can 
still draw some lessons for public communication on OD/BR. First, it is important that 
the invitation to trust remains, due to the very nature of trust, an invitation. Trust can 
never be demanded or even enforced. On the contrary, attempts to enforce trust will 
most likely end in distrust. Second, it is important to examine what people require in 
order to perceive OD and BR systems as trustworthy. This is particularly important 


12 UK Biobank: https://imaging.ukbiobank.ac.uk/# (accessed February 28, 2020). 


93 


94 


Solveig Lena Hansen & Katharina Beier 


because the objects of peoples’ trust might be different from the objects that experts 
think they are entrusted with. Third, given that trust entails the trustor’s belief that 
the trustee will respect her values and goals, OD and BR - as systems that are eager 
to win donors’ trust - should remain aware of their moral responsibilities and criti- 
cally reflect on whether their practices meet these obligations. This also implies a duty 
to correct unrealistic expectations. Fourth, it is important to acknowledge that the 
reasons for donating or refusing to donate vary due to cultural peculiarities, anxiet- 
ies, and concepts of death that differ from the hegemonic discourse. A commitment 
to respect these concerns might do more to build trusting relationships than merely 
appealing for trust and strengthening governance ever can. This becomes even more 
apparent when we look at this issue from the perspective of distrust as unfulfilled 
commitment, and when we consider that distrustors might actually feel or experience 
that an institution does not fulfill its commitments. If distrust is the result of unful- 
filled commitments, not only ameliorative strategies but also actions of moral repair 
(Urban Walker 2012), such as excuses, need to complete governance models and laws. 


6. Conclusion 


As our examples illustrate, ‘trust’ is often used as an umbrella term to encompass obvi- 
ously different circumstances. These circumstances can be analyzed in more detail if 
trust is differentiated from reliance, and if the moral dimension of trust is taken into 
account. As our analysis shows, non-participation in both OD and BR should not be 
equated with distrust. Distrust, as defined by Hawley, implies the expectation (or even 
experience) that the other party has acommitment but is expected not to honor it. This, 
however, is not the same as ‘lack of trust’, which can be characterized as an attitude 
of indifference or mere reliance. As we have argued, people may have a variety of rea- 
sons for not participating in OD and BR which have nothing to do with distrust. In 
particular, there are people who are unlikely to ever take the ‘leap of faith’ because 
they do not share the core principles of transplantation medicine or tissue donation 
for research. For these groups, the framework of trust is not applicable to explain their 
attitudes. In this way, our analysis contributes to a more analytical differentiation and 
clarification of the links between trust, lack of trust, distrust, and willingness/refusal 
to participation. 

Consequently, our analysis helps both researchers and practitioners in the field of 
bodily donations to reflect more on their use of the term ‘trust’. From our perspec- 
tive, the critical point is that relying solely on factual information and transparency to 
ensure or increase trust will be of limited value. While we present some first ideas of 
how trust can be promoted, e.g. by respecting donors’ values, communicative invita- 
tions and practices of moral repair, this is an issue that requires further research. Our 
analysis also shows that there are potential interactions between trust in organ dona- 
tion for transplantation and tissue donation for research insofar as detrimental devel- 
opments in one system may affect the other. Recent developments in, for instance, 
organ printing (see chapter 17 in this book) and organoids indicate this. Since there 
are crucial differences for why people are reluctant to engage with each of these fields, 
it might be worth treating these practices as alternatives and, thereby, opening up a 
broader discussion about supporting research that serves chronically sick patients. 


Appealing to Trust in Donation Contexts 
Acknowledgements 


This work is funded by the German Research Foundation (DFG) (SCHI 631/7-3). The 
authors thank two referees for their feedback. Furthermore, they thank Jon Leefmann 
for his critique and support. 


References 


Allen, Judy/McNamara, Beverley (2011): “Reconsidering the Value of Consent in Bio- 
bank Research.” In: Bioethics 25/3, pp. 155-166. 

Almassi, Ben (2014): “Trust and the Duty of Organ Donation.” In: Bioethics 28/6, pp. 
275-283. 

Baier, Annette (1986): “Trust and Antitrust.” In: Ethics 96/2, pp. 231-260. 

Beard, T. Randolph/Kaserman, David L./Osterkamp, Rigmar (2013): The Global Organ 
Shortage: Economic Causes, Human Consequences, Policy Responses, Stanford: 
Stanford University Press. 

Beier, Katharina/Frebel, Lisa (2018): “Brain Banking für die Forschung - eine 
empirisch-ethische Analyse praktischer Herausforderungen.” In: Ethik in der 
Medizin 30/2, pp. 123-139. 

Beier, Katharina (2019): “Biobanking at the Baltic Sea. An Analysis of the Swedish, 
Estonian and German Approaches.” In: Nils Hansson/Jonatan Wistrand (eds.), 
Explorations in Baltic Medical History 1850-2015, Rochester: University of Roch- 
ester Press, pp. 203-228. 

Bochud, Murielle/Currat, Christine/Chapette, Lawrence/Roth, Cindy/Mooser, Vin- 
cent (2017): “High Participation Rate among 25721 Patients with Broad Age Range 
in a hospital-based Research Project Involving Whole-Genome Sequencing — the 
Lausanne Institutional Biobank.” In: Swiss Medical Weekly 147. DOI: 10.4414/ 
SMW.2017.14528 

Boniolo, Giovanni/Di Fiore, Pier Paolo/Pece, Salvatore (2012): “Trusted Consent and 
Research Biobanks: Towards a ‘New Alliance’ between Researchers and Donors.” 
In: Bioethics 26/2, pp. 93-100. 

Brown, Sarah-Jane (2018): “Autonomy, Trust and Ante-Mortem Interventions to Facili- 
tate Organ Donation.” In: Clinical Ethics 13/3, pp. 143-150. 

Caille-Brillet, Anne-Laure/Zimmering, Rebecca/Thaiss, Heidrun M. (2019): Bericht zur 
Reprasentativstudie 2018 “Wissen, Einstellung und Verhalten der Allgemeinbev- 
élkerung zur Organ- und Gewebespende“. Köln. 

Caulfield, Timothy/Burningham, Sarah/Joly, Yann/Master, Zubin/Shabani, Masha/ 
Borry, Pascal/Becker, Allan/Burgess, Michael/Calder, Kathryn/Critchley, Chris- 
tine/Edwards, Kelly/ Fullerton, Stephanie M./ Gottweis, Herbert/Hyde-Lay, Robyn/ 
Illes, Judy/Isasi, Rosario/ Kato, Kazuto/Kaye, Jane/Knoppers, Bartha/Lynch, John/ 
McGuire, Amy/Meslin, Eric/Nicol, Dianne/O’Doherty, Kieran/Ogbogu, Ubaka/ 
Otlowski, Margaret/Pullman, Daryl/Ries, Nola/ Scott, Chris/Sears, Malcolm/Wal- 
lace, Helen/Zawati, Ma’n H. (2014): “A Review of the Key Issues associated with the 
Commercialization of Biobanks.” In: Journal of Law and the Biosciences 1/1, pp. 
94-110. 


95 


96 


Solveig Lena Hansen & Katharina Beier 


Critchley, Christine/Nicol, Dianne/Otlowski, Margaret (2015): “The Impact of Com- 
mercialisation and Genetic Data Sharing Arrangements on Public Trust and the 
Intention to Participate in Biobank Research.” In: Public Health Genomics 18/3, pp. 
160-172. 

Dabrock, Peter/Taupitz, Jochen/Ried, Jens (2012): Trust in Biobanking, Berlin: Springer. 

De Vries, Raymond G./Tomlinson, Tom/Kim, Hyungjin Myra/Krenz, Chris D./Hag- 
gerty, Diana/ Ryan, Kerry A./Kim, Scott Y.H. (2016): “Understanding the Public’s 
Reservations about Broad Consent and Study-By-Study Consent for Donations to 
a Biobank: Results of a National Survey.” In: PloS One 11/7. DOI: 10.1371/journal. 
pone.o159113 

DeVries, Raymond G./Ryan, Kerry A./Gordon, Linda/Krenz, Chris D./Tomlinson, Tom/ 
Jewell, Scott/Kim, Scott Y.H. (2018): “Biobanks and the Moral Concerns of Donors: 
A Democratic Deliberation.” In: Qualitative Health Research 29/13, pp. 1942-1953. 

Dicks, Sean Glenton/Northam, Holly/Van Haaren, Fank M.P./Boer, Douglas P. (2018): 
“An Exploration of the Relationship between Families of Deceased Organ Donors 
and Transplant Recipients: A Systematic Review and Qualitative Synthesis.” In: 
Health Psychology Open 5/1, pp. 1-25. 

Dijker, Anton J.M./De Bakker, Erica/Bensen, Stanneke C./De Vries, Nanne K. (2019): 
“What Determines Support for Donor Registration Systems? The Influence of 
Sociopolitical Viewpoint, Attitudes toward Organ Donation, and Patients’ Need.” 
In: International Journal of Behavioral Medicine 26/2, pp. 195-206. 

Ducournau, Pascal/Strand, Roger (2009): “Trust, Distrust and Co-Production: The 
Relationship between Research biobanks and Donors.” In: Jan Helge Solbakk/ 
Soren Holm/Bjorn Hofmann (eds.), The Ethics of Research Biobanking, Boston: 
Springer US, pp. 115-130. 

Falomir-Pichastor, Juan M./Berent, Jacques, & Pereira, Andrea (2013): “Social Psycho- 
logical Factors of Post-Mortem Organ Donation: A Theoretical Review of Determi- 
nants and Promotion Strategies.” In: Health Psychology Review 7/2, pp. 202-247. 

Gambetta, Diego (1988): “Can We Trust Trust?” In: Diego Gambetta (ed.), Trust. Mak- 
ing and Breaking Cooperative Relations, Oxford: Basil Blackwell, pp. 213-237. 

Gaskell, George/Stares, Sally/Allansdottir, Agnes/Allum, Nick/Castro, Paula/Esmer, 
Yilmaz/Fischler, Claude/Jackson, Jonathan/Kronberger, Nicole/Hampel, Jürgen/ 
Mejlgaard, Niels/Quintanilha, Alex/Rammer, Andu/Revuelta, Gemma/Stoneman, 
Paul/Torgersen, Helge/ Wagner, Wolfgang (2010): Europeans and Biotechnology in 
2010: Winds of Change, Luxembourg: Publications of the European Union. 

Gassner, Ulrich M/Kersten, Jens/Lindemann, Michael/Lindner, Josef Franz/Rosenau, 
Henning/ Schmidt am Busch, Birgit et al. (2015): Biobankgesetz: Augsburg-Miinch- 
ner-Entwurf (AME-BiobankG). Tübingen: Mohr Siebeck. 

German Ethics Council (2010): Human Biobanks for Research, Berlin: German Ethics 
Council. 

Giddens, Anthony (1990): The Consequences of Modernity, Cambridge: Cambridge Pol- 
ity Press. 

Goddard, Katharina A.B./Smith, Sabina/Chen, Chuhe/McMullen, Carmit/Johnson, 
Cheryl (2009): “Biobank Recruitment: Motivations for Nonparticipation.” In: Bio- 
preservation and Biobanking 7/2, pp. 119-121. 

Habermas, Jiirgen (1984): Theory of Communicative Action, Volume One: Reason and 
the Rationalization of Society, Boston: Beacon Press. 


Appealing to Trust in Donation Contexts 


Hansen, Solveig L/Pfaller, Larissa/Schicktanz, Silke (2020): Critical Analysis of Com- 
munication Strategies in Public Health Promotion: An Empirical-Ethical Study on 
Organ Donation in Germany. In: Bioethics, http://dx.doi.org/10.1111/bioe.12774. 

Hansen, Solveig L./Eisner, Marthe I./Pfaller, Larissa/Schicktanz, Silke (2017): “Are you 
in or are you out?!’ Moral Appeals to the Public in Organ Donation Poster Cam- 
paigns — a Multimodal and Ethical Analysis.” In: Health Communication 33/8, pp. 
1020-1034. 

Hansson, Mats G. (2005): “Building on Relationships of Trust in Biobank Research.” In: 
Journal of Medical Ethics 31/7, pp. 415-418. 

Hartmann, Martin (2011): The Practice of Trust, Frankfurt: Suhrkamp/Insel. 

Hawkins, Alice K./O’Doherty, Kieran (2010): “Biobank Governance: a Lesson in Trust. 
In: New Genetics and Society 29/3, pp. 311-327. 

Hawley, Katherine (2014): “Trust, Distrust and Commitment.” In: Nous 48/1: pp. 1-20. 

Hieronymi, Pamela (2008): “The Reasons of Trust.” In: Australasian Journal of Philos- 
ophy 86/2, pp. 213-236. 

Hoeyer, Klaus (2012): “Trading in Cold Blood?” In: Peter Dabrock/Jochen Taupitz/Jens 
Ried (eds.), Trust in Biobanking, Berlin: Springer, pp. 21-41. 

Irving, Michelle J./Tong, Alisson/Jan, Stephen/Cass, Alan/Rose, John/Chadban, Ste- 
ven/Allen, Richard D. et al. (2012): “Factors that Influence the Decision to Be an 
Organ Donor: a Systematic Review of the Qualitative Literature.” In: Nephrology 
Dialysis Transplantation 27/6, pp. 2526-2533. 

Jawoniyi, Oluwafunmilayo/Gormley, Kevin/McGleenan, Emma/Noble, Helen Rose 
(2017): “Organ Donation and Transplantation: Awareness and Roles of Healthcare 
Professionals — A Systematic Literature Review.” In: Journal of Clinical Nursing 
27/5—6, pp. €726-€738. 

Johannsen, Richard L./Valde, Kathleen S./Whedbee, Karen E. (2008): Ethics in Human 
Communication, Long Grove: Waveland Press. 

Johnsson, Linus (2013): Trust in Biobank Research. Meaning and Moral Significance, 
Uppsala: Uppsala University Publications. 

Johnsson, Linus/Helgesson, Gert/Hansson, Mats G./Erikson, Stefan (2013): “Adequate 
Trust Avails, Mistaken Trust Matters: On the Moral Responsibility of Doctors as 
Proxies for Patient’s Trust in Biobank Research.” In: Bioethics 27/9, pp. 485-492. 

Jones, Karen (1996): “Trust as an Affective Attitude.” In: Ethics 107/1, pp. 4-25. 

Kerasidou, Angeliki (2017): “Trust Me, I’m a Researcher!: The Role of Trust in Biomedi- 
cal Research.” In: Medicine, Health Care and Philosophy 20/1, pp. 43-50. 

Kettis-Lindblad, Asa/Ring, Lena/Viberth, Eva/Hansson, Mats G. (2006): “Genetic 
Research and Donation of Tissue Samples to Biobanks. What do Potential Sam- 
ple Donors in the Swedish General Public Think?” In: European Journal of Public 
Health 16/4, pp. 433-440. 

Lahno, Bernd (2001): “On the Emotional Character of Trust.” In: Ethical Theory and 
Moral Practice 4, pp. 171-189. 

Lipworth, Wendy/Morrel, Brownen M./Irvine, Rob Becky/Kerridge, Ian (2009): “An 
Empirical Reappraisal of Public Trust in Biobanking Research: Rethinking Restric- 
tive Consent Requirements.” In: Journal of Law and Medicine 17/1, pp. 119-132. 

Luhmann, Niklas (1979): Trust and Power, Chichester: Wiley. 

Master, Zubin/Nelson, Erin/Murdoch, Blake/Caulfield, Timothy (2012): “Biobanks, 
Consent and Claims of Consensus.” In: Nature Methods 9/9, pp. 885-888. 


» 


97 


98 


Solveig Lena Hansen & Katharina Beier 


Masui, Tohru (2009): “Trust and the Creation of Biobanks: Biobanking in Japan and 
the UK.” In: Margaret Sleeboom-Faulkner (ed.), Human Genetic Biobanks in Asia: 
Politics of Trust and Scientific Advancemen, London: Routledge, pp. 66-91. 

Melas, Philippe A./Sjoholm, Louise K./Forsner, Tord/Edhborg, Maigun/Juth, Niklas/ 
Forsell, Yvonne/Lavebratt, Catharina (2010): “Examining the Public Refusal to 
Consent to DNA Biobanking: Empirical Data from a Swedish Population-Based 
Study.” In: Journal of Medical Ethics 36, pp. 93-98. 

McLeod, Carolyn (2000): “Our Attitude Towards the Motivation of Those we Trust.” In: 
Southern Journal of Philosophy 38, pp. 465-480. 

Molina-Pérez, Alberto/Rodriguez-Arias, David/Delgado-Rodriguez, Janet/Morgan, 
Myfanwy/Frunza, Mihaela/Randhawa, Gurch/Reiger-Van de Wijdeven, Jeantine et 
al./Schiks, Eline/Wohlke, Sabine/Schicktanz, Silke (2018): “Public Knowledge and 
Attitudes towards Consent Policies for Organ Donation in Europe. A Systematic 
Review.” In: Transplantation Reviews 33/1, pp. 1-8. 

Mollering, Guido (2006): Trust. Reason, Routine and Reflexivity, Oxford: Elsevier. 

Morgan, Susan E./Harrison, Tyler R./Afifi, Walid A./Long, Shawn D./Stephenson 
Michael T. (2008): “In Their Own Words: The Reasons Why People Will (Not) Sign 
an Organ Donor Card.” In: Health Commuciation 23/1, pp. 23-33. 

Morgan, Susan E. (2009): “The Intersection of Conversation, Cognitions, and Cam- 
paigns: The Social Representation of Organ Donation.” In: Communication Theory 
19/1, pp. 29-48. 

Miuhlfried, Florian (2018): Mistrust. Ethnographic Approximations, Bielefeld: tran- 
script Verlag. 

Mullin, Amy (2005). “Trust, Social Norms, and Motherhood.” In: Journal of Social Phi- 
losophy 36/3, pp. 316-330. 

Newton, Joshua D. (2011): “How Does the General Public View Posthumous Organ 
Donation? A Meta-Synthesis of the Qualitative Literature.” In: BMC Public Health 
11, pp. 791- 801. 

Nobile, Héléne/Bergmann, Manuela M./Moldenhauer, Jennifer/Borry, Pascal (2016): 
“Participants’ Accounts on their Decision to Join a Cohort Study with an Attached 
Biobank: A Qualitative Content Analysis Study within two German Studies.” In: 
Journal of Empirical Research on Human Research Ethics 11/3, pp. 237-249. 

O’Neill, Onora (2002): Autonomy and Trust in Bioethics, Cambridge: Cambridge Uni- 
versity Press. 

Pfaller, Larissa/Hansen, Solveig L./Adloff, Frank/Schicktanz, Silke (2018): “Saying 
No to Organ Donation’: an Empirical Typology of Reluctance and Rejection.” In: 
Sociology of Health and Illness 40/8, pp. 1327-1346. 

Pondrom, Sue (2013): “Trust is Everything.” In: American Journal of Transplantation 
13/5, pp. 1115-1116. 

Porteri, Corinna/Pasqualetti, Patrizio/Togni, Elena/Parker, Michael (2014): “Public’s 
Attitudes on Participation in a Biobank for Research: an Italian Survey.” In: BMC 
Medical Ethics 15, pp. 81-90. 

Prainsack, Barbara/Buyx, Alena (2013): “A Solidarity-Based Approach to the Gover- 
nance of Research Biobanks.” In: Medical Law Review 21/1, pp. 71-91. 

Resnik, David B. (2018): The Ethics of Research with Human Subjects. Protecting Peo- 
ple, Advancing Science, Promoting Trust, Cham: Springer. 


Appealing to Trust in Donation Contexts 


Schicktanz, Silke/Pfaller, Larissa/Hansen, Solveig L./Boos, Moritz (2017): “A Compar- 
ison of Attitudes towards Brain Death and Body Concepts in Relation to Willing- 
ness or Reluctance to Donate: Results of a Students’ Survey before and after the 
German Transplantation Scandals.” In: Journal of Public Health 25, pp. 249-256. 

Shaw, David (2013): “Lessons from the German Organ Donation Scandal.” In: The 
Intensive Care Society 14, p. 3. 

Sheach Leith, Valerie M. (2008): “Restoring Trust? Trust and Informed Consent in the 
Aftermath of the Organ Retention Scandal.” In: Julie Brownlie/Alexandra Greene/ 
Alexandra Howson (eds.), Researching Trust and Health, New York: Routledge, pp. 
72-90. 

Sheikh, Zeinab/Hoeyer, Klaus (2018): “That is Why I Have Trust’: Unpacking What 
‘Trust’ Means to Participants in International Genetic Research in Pakistan and 
Denmark.” In: Medicine, Health Care and Philosophy 21/2, pp. 169-179. 

Simpson, Thomas W. (2012): “What is Trust?” In: Pacific Philosophical Quarterly 93, pp. 
550-569. 

Snell, Karoliina/Tarkkala, Heta (2019): “Questioning the Rhetoric of a ‘Willing Popula- 
tion’ in Finnish Biobanking.” In: Life Sciences, Society and Policy 15/4. DOI: 10.1186/ 
$40504-019-0094-5 

Sprecher, Franziska (2017): “Biobanken sind im geltenden Recht nur unvollstandig 
erfasst.“ In: Neue Züricher Zeitung, May 12, p. 9. 

Steinsbekk, Kristin Solum/Ursin, Lars Oystein/Skolbekken, John-Arne/Solberg, Berge 
(2013a): “Were not in it for the Money — Lay People’s Moral Intuitions on Com- 
mercial Use of ‘their’ Biobank.” In: Medicine, Health Care and Philosophy 16/2, pp. 
151-162. 

Steinsbekk, Kristin Solum/Kare Myskja, Bjgrn/Solberg, Berge (2013b): “Broad Consent 
versus Dynamic Consent in Biobank Research: is Passive Participation an Ethical 
Problem?” In: European Journal of Human Genetics 21/9, pp. 897-902. 

Urban Walker, Margaret (2006): Moral Repair. Reconstructing Moral Relations after 
Wrongdoing, Cambridge, New York: Cambridge University Press. 

Ursin, Lars Mystein/Solberg, Berge (2008): “When is Normative Recruitment Legiti- 
mate?” In: Etikk i Praksis. Nordic Journal of Applied Ethics 2/2, pp. 93-113. 

Van Zon, Sander K.R./Scholtens, Salome/Reijneveld, Sijmen A/Smidt, Nynke/Bilt- 
mann, Ute (2016): “Active Recruitment and Limited Participant-Load Related to 
High Participation in Large Population-Based Biobank Studies.” In: Journal of 
Clinical Epidemiology 78, pp. 52-62. 

Wiesemann, Claudia (2016): “Vertrauen als moralische Praxis - Bedeutung für Ethik 
und Medizin.‘ In: Holmer Steinfath/Claudia Wiesemann (eds.), Autonomie und 
Vertrauen. Schliisselbegriffe der modernen Medizin, Wiesbaden: Springer VS, pp. 
69-99. 

Zawati, Ma’n H. (2014): “There Will Be Sharing: Population Biobanks, the Duty to 
Inform and the Limitations of the Individualistic Conception of Autonomy.” In: 
Health Law Review 21, pp. 97-140. 

Zika, Eleni/Paci, Daniele/Braun, Anette/Rijkers-Defrasne, Sylvie/Deschénes, Myléne/ 
Fortier, Isabel/Laage-Hellman, Jens/Scerri, Christian/Ibarreta, Dolores (2011): “A 
European Survey on Biobanks: Trends and Issues.” In: Public Health Genomics 
14/2, pp. 96-103. 


99 


Il. HUMAN ORGAN SOURCES 


5. Determining Brain Death 
Controversies and Pragmatic Solutions 


Dieter Birnbacher 


1. Introduction 


Part of the explanation of why questions of medical ethics in the field of transplanta- 
tion are of enduring interest as well as enduring tenacity is that they arise from fun- 
damental conflicts between ethics and anthropology. This is very much the case in the 
question of brain death. What sustains the debate on the ethical side are two convic- 
tions shared by most people engaged in the field: First, that transplantation of human 
organs from dead patients is a highly beneficial practice which should be extended 
rather than restricted. It saves a great number iflives and, ininnumerable cases, raises 
the quality of life of otherwise severely ill patients. This practice should not be jeop- 
ardized by the seemingly never-ending debate about the validity of the brain death 
criterion as a criterion of death. Second, the conviction that organs for transplanta- 
tion, with the exception of live donation of paired organs such as kidneys, should be 
retrieved only from patients that are truly dead. For the majority of transplantation 
surgeons, the appropriately named ‘dead donor rule’ is a central condition of the eth- 
ical legitimacy of their practice. Conversely, considerable uncertainties remain about 
the anthropology underlying the brain-death criterion, especially among the general 
public (see the recent survey of more than 1,400 students of the University of Géttin- 
gen, Schicktanz et al. 2017, 254). Among the brain death sceptics, as they might be 
called, there is a lingering uneasiness about whether brain death is a satisfactory and 
legitimate criterion of death. This divergence of perspectives is mirrored in an analo- 
gous gap between the views expressed in legal and professional documents on the one 
hand and popular ways of thinking about life and death on the other. While there is a 
high degree of consensus in legislatures and the official positions of international and 
national medical organizations that brain death is, or should be, regarded as identical 
with human death, both the general public and part of academia continue to hold res- 
ervations about the acceptability of the identification. 

Doubts about the validity and legitimacy of the brain death criterion come from 
many quarters. Remarkably, however, some of these doubts continue to come from 
bioethicists. One of the early dissenters was philosopher Hans Jonas. In 1968, when the 
Harvard Ad hoc Committee published its proposal to identify human death with brain 
death, Jonas immediately attacked the proposal as a ‘pragmatic re-definition of death’, 
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designed to legitimize postmortem organ transplantation but at odds with the tradi- 
tional understanding of death as the irreversible cessation of bodily functioning (Jonas 
1980). Jonas implied that the proposal was manipulative; it was, without saying so, cre- 
ated to safeguard the practice of explanting vasculated organs by securing its compat- 
ibility with the dead donor rule. Indeed, this was one of the aims of the proposal (Har- 
vard Ad Hoc Committee 1968). Another one was to define a point in the development 
of a patient’s disease at which treatment, curative or palliative, should be withdrawn. 
There can be no doubt, however, that this was only a secondary motive. The coincidence 
of the publication of the proposal with the emergence of transplantation medicine was 
in no way accidental. Even today, the ethical controversy regarding the validity of the 
brain death criterion is far from settled, as was recently demonstrated by a split vote 
in the Ethikrat, the German national advisory committee on bioethics, on this question. 
Remarkably, only a minority of the physicians on the committee voted with the major- 
ity that brain death should be identified with death. 

It is useful to distinguish between the questions of whether brain death is a valid 
definition of death and whether it is a valid criterion of death. Even if many propos- 
als make brain death the definition as well as a (or the) criterion of death, the two are 
conceptually distinct. The first question asks how ‘death’ should be understood in the 
relevant context. The second question seeks to specify the signs that indicate that the 
relevant definition of death has been met (Veatch 1989, 34ff.; Bernat et al. 1981). A crite- 
rion necessarily refers to something beyond itself; if observed, it allows us to draw the 
conclusion that the conditions of the thing or event for which it is a criterion have been 
fulfilled. For example, one criterion for the intensity of pain is the value given to it bya 
patient on a ten-point scale, from very weak to unbearably strong. Unlike the thing or 
event it indicates, a criterion must be publicly observable or measurable. Furthermore, 
the relation between the criterion and what it indicates is, as a rule, empirically veri- 
fiable. It is an empirical matter whether the ten-point scale of pain intensity is a good, 
bad, exact, or inexact criterion of pain intensity. By contrast, the definition referenced 
by any given criterion is an a priori matter for which empirical evidence is not directly 
relevant. A definition identifies the conditions that have to be met for a thing or event 
to answer a certain description, and these conditions must be clear before one is able 
to decide which criterion is most appropriate to indicate their being fulfilled. Further- 
more, for a given concept, there can be more than one criterion, and more than one 
valid criterion. 


2. Good and Less Good Reasons for Doubt 


Among the reasons for doubting the identification of death with brain death - under- 
stood as the complete and irreversible cessation of brain function — some deserve 
closer attention than others. One such argument by Hans Jonas in his seminal article 
belongs to the weaker sort: the argument that defining death the complete and irre- 
versible cessation of brain functioning is too “uncertain” to serve as a basis for the 
practice of explanting organs (Jonas 1980). This objection seems to be based on the 
misunderstanding of the function of a definition; a definition seeks to explain what 
is, or should be, meant by a certain expression. As such, it cannot be right or wrong, 
precise or imprecise, reliable or unreliable in the way an empirical indicator can be. As 
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an a priori matter, a definition does not depend on how the world is — at most it can 
be judged as adequate or inadequate, intelligible or intelligible, fruitful or sterile, or 
the like. The standard by which its validity is measured is a semantic or pragmatic 
standard, such as its agreement with common usage, with traditional conceptions, or 
with certain specified purposes. Given that it is now possible to maintain the biological 
functions of an organism with its brain functions completely and irreversibly lost, it 
is necessary to adapt the definition to the new options. There may be good reasons to 
doubt the wisdom of the Harvard Committee’s choice, but these reasons cannot find 
any direct support in issues of veracity or conformity to fact. 

There are, however, more compelling reasons to cast doubt on the identification of 
death with brain death. For example, one could argue that the definition of death used 
to assess the merits and demerits of a proposed criterion of death should be essentially 
biological. It is evident that life and death are primarily biological concepts. Therefore, 
their application to humans and non-human animals should follow the same criteria, 
at least as far as they do not essentially differ in their biological functioning. Because 
life and death in a non-human animal do not depend on the presence of consciousness 
or self-consciousness, it follows that mental aspects, and the brain functions on which 
they depend, cannot be crucial for deciding whether a human being is alive or dead. 
It is perfectly sufficient that central life functions such as circulation, breathing and 
metabolism are intact. This, at least at first sight, seems a strong reason to attribute 
life even to a brain dead human patient whose life functions are maintained by a ven- 
tilator, regardless of the fact that the patient has lost the capacity of consciousness and 
self-consciousness (DeGrazia 2005: 11ff.). 

This argument gains support from further considerations that make the role 
of consciousness, and mental life in general, accidental rather than essential in the 
attribution of life and death. One is that the human organism is without conscious- 
ness over long stretches of time without thereby losing its property of being alive, for 
example in dreamless sleep or in deep narcosis. The life of consciousness is temporally 
embedded in biological life, which suggests that its emergence and continued exis- 
tence is dependent on the life of the organism. One does not have to be an epiphe- 
nomenalist to assume that mental phenomena are causally dependent on a physical 
substrate. Another consideration is the observation that, ontologically, mental life is 
a phenomenon, not a substance. For one, the Cartesian thesis that Tâme pense toujo- 
urs’ is not borne out by experience, and the existence of consciousness without some 
physical substrate, though logically possible, does not seem compatible with the fun- 
damental laws of the universe. Men are not, as has been said by dedicated dualists, 

“embodied minds” (McMahan 2002: 66f.) who accidentally happen to be provided with 
a physical body; rather, they are physical bodies that happen to be provided with minds 
and whose basic mechanisms are not essentially different from those of lower animals 
that lack mental life. Indeed, one striking phenomenon that convinces many observers 
that it is absurd to view the brain dead as ‘really’ dead is the range of complex bodily 
functions that are maintained, or can be maintained, in this state with relatively little 
outside stimulus, among them digestion, excretion, sweating, temperature regula- 
tion, wound healing, and, with the help of the fetal brain, prolonged pregnancy up to 
the birth of a healthy child. 

Another reason to define life and death in purely biological terms, independently 
of the presence or absence of brain functioning, is the logical asymmetry that results 
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from classifying a brain dead patient as dead while maintaining the common view that 
human embryos are alive, irrespective of whether their brain is functioning or whether 
the embryonic or fetal brain has developed to a stage in which it can be legitimately 
be said to function as a system of its own (Sass 1989). Both states, however, are struc- 
turally analogous. Given that life is defined as self-organization supported by exter- 
nal resources (Quante 2002: 69ff.), the processes in the early embryo and fetus and in 
brain death both satisfy the conditions for being alive. Self-organization means that 
the individual components of the organism interact in a systematic and coordinated 
way — a condition met in both cases — and depends for its maintenance on an external 
resource: the embryo and fetus on the resources provided by the uterus and the mater- 
nal organism, the brain dead patient on the stimuli coming from the ventilator. If the 
life of the embryo is ‘real’ life, so, it seems, is the life of the brain dead. 

In response, it is sometimes objected that these two states are not really com- 
parable because of two crucial differences: their very different temporal position in 
the course of a human life and the differences in potential. Of course, embryonic life 
comes before, and brain death after, the biographical life of the person, and there could 
be no greater difference in potential for further development. It is doubtful, however, 
that these features are relevant to the issue at hand. The differences in temporal posi- 
tion and potential do not affect the basic structural similarity between the two states 
(McMahan 2002: 436). 

Due to its purely formal character, this argument on the side of the sceptics is par- 
ticularly robust. It is independent of the question of which definition of life and death 
is most adequate. It does no more than to require consistency in the attribution of the 
concept of life to structurally similar states. 


3. Good and Less Good Reasons for the Identification of Brain Death 
with Death 


On the side of the defenders of brain death as a valid criterion of death we also find 
arguments of different persuasiveness. A particularly strong case for identification 
maintained by some medical committees is the holistic integration argument, which 
states that with the complete and irreversible loss of brain function the organism has 
lost its central control organ — the control room as it were, from which all different 
parts and functions of the complex mechanism of the body are monitored and con- 
trolled (see, for example, SAMW 2011:5). Furthermore, the body needs this central con- 
trol to function as an integrated whole instead of being fragmented into a number of 
separate systems, which may work simultaneously but are not coordinated by a func- 
tioning brain as a central organ of regulation. This argument has played a prominent 
role in the justification of the brain death criterion by the German Medical Associa- 
tion, from the beginnings of brain death diagnostics (Birnbacher et al. 1993) through 
to its most recent relevant statement (Brandt/Angstwurm 2018). It is worth noting that 
this argument, again, is purely biological and does not refer to anything that might be 
distinctive for animals endowed with a mental life or for humans with a mental life 
including self-awareness and rationality. Its strength, however, essentially depends 
on the premise that the integration of bodily functions into a whole by a central regu- 
lative agency is a necessary condition of being alive, so that the irreversible cessation 
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of the functioning of this agency becomes a sufficient condition of not being alive. This 
premise is doubtful, and it has been challenged. 

Critics of this argument maintain either that it ascribes the brain a more exclu- 
sive position in the regulation of bodily functions than it really deserves, or that the 
brain’s regulatory function is itself dependent on the autonomous functioning of 
integrative circuits outside the brain. In both arguments, the brain does not have the 
dominating position in the control of the organism as a whole ascribed to it by the 
holistic integration argument. Both theses were forcefully developed, among others, 
by the American neurologist Alan Shewmon in essays he published from 1998 onwards. 
These essays had considerable impact in the United States, challenging the President’s 
Council on Bioethics to think anew about the definition of death. The majority of its 
members signed a White Paper designed to strengthen the criterion and to provide it 
with a less vulnerable foundation (President’s Council on Bioethics 2008). Against the 
thesis that the brain holds an exclusive position in the regulation of bodily functions, 
Shewmon argued that the majority of somatic integrative processes are not, or not 
necessarily, mediated by the brain but are instead autonomous (Shewmon 2002: 311), 
which explains why so many them remain intact when brain-stem functions, such as 
the stimulation of the breathing reflex, are replaced by a ventilator. Shewmon further 
argued that most of the regulatory functions of the brain are in turn dependent on 
integrative mechanisms outside the brain. Indeed, the complex bodily functions that 
are maintained in the brain dead, such as blood circulation, digestion and wound heal- 
ing, require the goal-directed coordination of a great variety of bodily mechanisms. 
They are not just isolated happenings, like the decay of a single cell, but holistic func- 
tions presupposing a system of interacting causal mechanisms. How else should it be 
possible, for example, that a brain dead patient manifests the so-called ‘Lazarus sign’ 
- raising both upper body and hands in reaction to being touched by a nurse — some- 
thing that requires the coordinated integration of unconscious perception, motor 
impulses and muscle innervation? What Shewmon could not show, but only asserted, 
was that the sum of these autonomous bodily circuits and networks constitute a unity 
or whole comparable to that provided by a functioning brain. The rather vague way in 
which he formulated this unity, “an implicitly existing, intrinsically mediated somatic 
unity” (Shewmon 1998: 141), betrays some uncertainty on this point. It is, however, an 
open question how far this undermines his counterarguments, since the meaning of 
“somatic unity” is itself far from clear and is open to multiple interpretation. If it is 
taken to mean that the brain is strictly necessary for the control of every bodily func- 
tion, this is obviously incompatible with the demonstrated capacity of the bodily func- 
tions of brain dead patients to remain intact with the support of a ventilator for days, 
weeks, and even months. If it is taken to mean that the body deprived of a functioning 
brain is no longer a complete whole, this is trivial because it is a truism that a human 
organism without a functioning brain can hardly be said to be complete. So far, it has 
not been made sufficiently clear what makes an organism governed by a functioning 
brain an ‘integrated whole’ in a sense that is illuminatingly distinct from when the 
same organism shows a number of autonomously working integrated circuits under 
stimulation from some artificial device (Truog/Robinson 2003: 2392). 

A second argument put forward to bolster the brain death criterion was suggested 
by the President’s Council in its abovementioned White Paper. In its majority vote 
it defined a living organism as consisting of three components, all of which must be 
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absent for it to be legitimately classified as dead: “1. openness to the world - that is, 
receptivity to stimuli and signals from the surrounding environment; 2. the ability to 
act upon the world to obtain selectively what it needs; 3. the basic felt need that drives 
the organism to act as it must, to obtain what it needs and what its openness reveals 
to be available” (President Council on Bioethics 2008: 61). This definition, or rather 
re-definition, of death was a courageous step. It was one of the rare attempts to tran- 
scend the level of criteria and to confront the question of definition. However, address- 
ing this question did not prevent the Council from pursuing a thoroughly pragmatic 
purpose: namely, to defend the legitimacy of the brain death criterion against the 
attacks of prominent critics such as Alan Shewmon, Franklin G. Miller, Robert D. 
Truog and others. This purpose was explicitly stated. The proposed definition should 
help “understand why an individual with total brain failure should be declared dead, 
even when ventilator-supported ‘breathing’ masks the presence of death” (ibid.: 61). It 
is doubtful, however, that this defense was as successful as the Council intended. One 
problem is condition one - openness to the world. If the definition is valid, the organ- 
ism should have lost the capacity to receive anything from the outside world. But in 
fact it receives something from the outside world: the oxygen coming from the ventila- 
tor. Without this receptivity, it would be hard to explain why its lungs are taking in air 
and, in consequence, blood circulation and many other vital functions start working in 
roughly the same ways as in a living organism. Insofar as the organism is receptive to 
outside stimuli such as the oxygen, it does not meet all of the three components of the 
Council’s definition and should not be classified as dead (Miller/Truog 2009: 189). In 
this case, consequently, the brain death criterion would become invalid. It would not 
show that the patient fulfils the requirements inherent in the concept of death. 

A more promising defense of the brain death criterion that emerged from the dis- 
cussion of the White Paper focused on the second condition, the capacity to act on 
the world. According to this argument, the brain dead patient is dead not because 
its organism is unreceptive (or insufficiently integrated) but because it is no longer 
able to breathe, or to show any other sign of vitality, on its own. In other words, any 
vital function it may exhibit is dependent on external impulses. This argument has 
been used in the recent defense of the brain death criterion by a working group of the 
German Medical Association. What is crucial, according to this argument, is that the 
brain dead organism is no longer able to initiate any “goal-oriented and purposefully 
directed activity” (Brandt/Angstwurm 2018: 678). It has lost, in short, the ability to do 
anything on its own. If the organism of the brain dead patient is still receptive, it is in 
a completely passive way, reacting to external impulses but in no way actively exerting 
any influence on the world except insofar as it is itself prompted by external impulses. 
If the organism reacts to a haptic stimulus with the “Lazarus sign”, this may well be 
taken to constitute something the organism does, and such physical movements neces- 
sarily have an effect on the outside world. But they are not movements initiated by the 
organism itself. The crucial feature of life, according to this argument, is the autonomy 
of the organism in sustaining its own life by an autonomous integration of vital func- 
tions (Condic 2016: 257ff.). Accepting this argument leads to a full legitimization of the 
brain death criterion. 

This conclusion is, however, bought at a price. Even if the autonomy-based defi- 
nition of being alive or dead seems plausible for the standard situation of the brain 
dead patient on a ventilator, it inevitably has implications for non-standard situations. 
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Think, for example, of a situation, probably in the not-too-distant future, in which the 
ventilator of today is replaced by a device implanted into the brain. There can be no 
doubt that even such a device would have to be classified as ‘external’ to the organism, 
so any organic functioning enabled by this device in the absence of any capacity for 
autonomous functioning would not preclude classifying the organism as dead. The 
reason is that it does not seem to make a difference whether the device is outside or 
inside the organism as long as it is not part of the organism. In theory, it would not 
even make a difference whether this device is ‘artificial’ in the sense that it is a prod- 
uct of human engineering, mechanical or otherwise. Even a special kind of medicine 
might be suited to the task. It might even be a substance or mechanism that is com- 
pletely ‘natural’. The only property that it would have to possess in order to count as 
external’ is that it is not part of the organism itself but an add-on deliberately used to 
maintain biological functioning which the organism itself cannot sustain on its own. 
This suggestion invites the criticism that if followed to its logical conclusion, even 
a device like a pacemaker implanted to maintain the heart function of an indubitably 
living patient would have to be counted as an “external” condition of the maintenance 
of organ function, with the paradoxical result that a patient whose life depends on 
the functioning of this device would have to be counted as dead because he or she has 
irreversibly lost the capacity to maintain these functions autonomously (Deutscher 
Ethikrat 2015: 92f.). This is, no doubt, an objection of considerable weight. It shows that 
even if this argument is accepted in principle, it has to be qualified in order to avoid 
counterintuitive consequences, which means it cannot be valid in its most simple form. 
How might we qualify this argument? One suggestion is to add the proviso that it is 
only applicable when the patient concerned does not show any further sign of being 
alive, such as possessing the capacity for conscious experience. While it is possible 
to be alive without the capacity for conscious experience, this capacity seems cate- 
gorically incompatible with death. That is, whether a patient is alive or dead cannot 
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be determined by the presence or absence of consciousness or the capacity to be con- 
scious. But it seems logically impossible for somebody to be simultaneously conscious 
and dead. It cannot be denied that any qualification of the argument along these lines 
amounts to a considerable weakening of its force. For one, the succinctness of the 
argument is dissolved. The definitions of being alive and being dead prove to be no 
less complicated than the brain death criterion and the neurological tests by which it 
is operationalized for practical purposes. An even weightier objection is that (re)intro- 
ducing consciousness, or other mentalistic criteria, even as an additional component 
of the definition, falls back on a line of argument that most participants in the debate 
thought had been excluded once for all. 


4. How to Decide? 


We have come to an impasse. There are, on both sides of the controversy, good and less 
good arguments, raising the question of who should have the last word. Even after 
mustering the most relevant arguments for and against, plenty of room remains for 
reasonable dissent regarding both the plausibility of the individual arguments and 
their relative weight. Again, it is worth stressing that this dissent does not concern the 
adequacy of the brain death criterion as such nor the tests into which it is translated 
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for practical purposes; it concerns the underlying conception of what it means to be, 
or not to be, alive — the depth dimension, as it were, which is often left unmentioned 
but which constitutes the undissolved knot that explains the controversy’s persistence 
and intensity. 

In this situation there are various options we might choose to follow, some of them 
more obvious than others. Unfortunately, as will be shown, most of them have serious 
drawbacks, so that the help offered by passing the options in review is limited. 

One proposal often heard in public discussion is to leave the accepted concepts of 
being and not being alive unchanged and to instead practice what has been called defi- 
nitional tutiorism (Walton 1980: 22). This strategy promises to minimize irritation and 
controversy, which are inevitable when dealing with innovations that touch upon deep 
existential concerns. However, the problem with this proposal is that it is far from 
clear what the accepted view is. Public opinion is not unanimous on the matter, and 
even though the formal representative bodies of physicians generally favor a defini- 
tion that legitimizes the brain death criterion, there is, even among them, a dissenting 
minority. Traditional views of life and death were suited to dealing with traditional 
cases and cannot resolve doubts about cases that have been made possible only by the 
rapid progress of medical technology in the 20" century. Traditionally, the signs of 
death occurred more or less simultaneously. Only modern medical technology has 
enabled the temporal separation of the cessations of brain activity and vital functions 
like respiration and circulation, respectively. The result is that the boundary between 
life and death has become ambiguous and drawing it requires a deliberate decision. 

A second strategy favored by a great number of physicians is naturalism: basing 
the definition of death as far as possible on scientific fact. Again, this approach seems 
unlikely to be successful with regard to fundamentals such as the definition of life 
and death. Certainly, scientific medicine and especially neurology play a crucial role 
in formulating and spelling out the criterion of death as well as conducting the tests 
that make this criterion applicable in practice. Furthermore, medical science is essen- 
tial for assessing the reliability of criteria and tests and, in the public sphere, correct- 
ing unjustified fears about their validity. Scientific expertise alone, however, cannot 
answer the central controversial question of how to define being and not being alive. 
Although any discussion of the adequacy and legitimacy of a certain definition must 
take into account the scientific evidence, the decision to accept or reject this definition 
cannot be based on this evidence alone. That is, scientific competence is a necessary, 
but not sufficient, condition for a decision of this kind. 

A third methodological strategy is pluralism, which splits the concepts of being 
alive and being dead in two or more concepts, each adapted to certain contexts and not 
to others. There is more than one proposal in the literature to make such a split. Some 
propose concepts that refer to different points in the process of dying, for example 
‘passing away’ versus ‘deanimation’ (Shewmon 2010). Ralf Stoecker proposed to add 
a third category to the dichotomy of being alive and dead in order to denote the ‘hov- 
ering’ of the brain dead patient between life and death (Stoecker 2010: XLVff.). The 
most prominent theory of this kind is the conceptual dualism proposed by the Oxford 
ethicist Jeff McMahan (2002). According to McMahan, there are two concepts of death 
with distinctly different ethical implications. According to the primary concept, a 
human being is dead when its capacity for conscious awareness is irreversibly lost - an 
openly mentalistic concept. The secondary concept is biological, according to which a 
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human being is dead when its organism has irreversibly ceased to function. Both con- 
cepts have as their counterparts corresponding concepts of life. Life in the mentalistic 
sense begins and ends with the beginning and end of the capacity to have conscious 
experience. Life in the biological sense begins with conception and ends with the irre- 
versible end of biological functioning. One of the consequences of this dichotomy is 
that there can be considerable differences between the respective - mental or biologi- 
cal - lifespans of a person. Sometimes they differ drastically, as in the case of the coma 
patient Nancy Cruzan, on whose tomb two dates of death are recorded: the end of her 
conscious life and the end of her biological life seven years later (ibid.: 423). 

Obviously, duplicating the concepts of life and death along these lines is not merely 
strategic; it is rooted in a view of human life that goes beyond the issue at hand and has 
far-reaching metaphysical ramifications. McMahan’s view is based on a spiritualist 
conception of human existence in which the mind is embodied but could, in princi- 
ple, exist without embodiment, or at least the kind of embodiment we find in nature. 
Hence the priority given to the mentalistic concept of life. By contrast, materialists and 
evolutionists, who view the human being asa particularly gifted animal, would, if they 
were to adopt conceptual dualism, presumably reverse the equation and give priority 
to biology. Apart from that, any strangeness that this theory may have at first sight 
dissolves as soon as we interpret it as phenomenological account of the factual divi- 
sion of how we view our own life compared to the lives of others. From the first-person 
perspective, the central object of concern is the period of conscious experience. From 
this perspective, our life begins with the first “awakening” to consciousness at some 
unknown point in fetal development and comes to an end when we irretrievably lose 
the capacity for conscious experiences. From the third-person perspective, from which 
we view the lives of others, we tend to think in biological categories and take it for 
granted that their lives begin at the early embryo stage and end when their organisms 
have irreversibly ceased functioning. 

The duplication of concepts of life and death only safeguards the dead donor rule 
if the mentalistic concept is given priority. Only then is it possible to say that the brain 
dead person is ‘sufficiently’ dead to allow the explantation of organs without infring- 
ing the rule. However, if this strategy were used to decide all cases in which it is appli- 
cable, it could lead to any patient who has irreversibly lost the capacity for conscious- 
ness to be declared dead, going far beyond the line drawn by the brain death criterion, 
which is commonly understood to require the irreversible cessation of all brain func- 
tions. This consequence is accepted by only a minority of medical ethicists (see, for 
example, Veatch 2004). 

There are pragmatic reasons to avoid a duplication or multiplication of the concepts 
of life and death. The first is that these concepts function as fundamental orientations 
in thinking about ourselves and others and serve as reference points of communication 
about existential topics. Dissolving these concepts into a plurality of concepts risks 
confusion and irritation, such as those already provoked by the widespread use of the 
term ‘clinical death’, which misleadingly suggests that a patient who survives ‘clinical 
death’ has benefitted from some kind of miracle. Another reason is the requirement 
to provide a unitary concept for legal purposes; a multiplication of concepts would 
severely complicate the legal rules applying to life and death. A further reason to main- 
tain a unitary concept of death is that multiple concepts can solve the conflict between 
the ethics and the anthropology of organ transplantation only when combined with 
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the priority thesis. This thesis, however, will be acceptable to only very few of those 
involved in the practice of organ transplantation. Only few ethicists accept that organs 
can be explanted from irreversibly comatose patients or from anencephalics. And phy- 
sicians tend to share the naturalistic worldview and to favor the evolutionary picture 
- according to which the mind phylogenetically emerged, and ontogenetically emerges, 
from living matter — in contrast to the Platonic view that a pre-existent soul is pro- 
vided, at conception, with a body in which it then spends a lifetime. 

The reservations expressed against the multiplication of concepts of life and death 
similarly apply to a fourth strategy to dissolve the definitional dilemma, cultural plural- 
ism. It is a fact that although the brain death criterion is incorporated in all legal sys- 
tems in countries where postmortem organ transplantation is practiced, acceptance of 
it in the general population differs greatly between cultures (Laurels 2005). For a long 
time, it was outright rejected by the populations of many East Asian countries, with 
the consequence that transplantation surgeons were charged with murder or man- 
slaughter (Lock 2001). Often, religion plays a role in these cultural traditions, such as 
in orthodox Judaism and Christian fundamentalism, though most religious commu- 
nities are no less divided on the issue than broader populations worldwide. Though 
cultural pluralism is a debatable option and was even indirectly defended with the pro- 
posal to leave the decision on the definition of death to individual choice (Veatch 1989: 
30, 54ff.; Veatch/Ross 2016: 152), it meets with the criticism that, in a world increasingly 
characterized by more intensive communication, interaction, co-operation and inter- 
national exchange, it seems misguided to leave central concepts like life and death to 
cultural particularism. Apart from that, the clear international convergence of legal 
criteria (which unfortunately co-exists with a great deal of divergence in required test 
procedures and quality safeguards) can be expected to lead, in the long run, to a simi- 
lar convergence in opinion and attitude. 


5. A ‘Pragmatic’ Justification of the Brain Death Criterion 


Instead of proposing a solution that heavily depends on uncertain metaphysical rea- 
sons, one might argue for a compromise between ethics and anthropology for more 
directly pragmatic reasons, with ‘pragmatic’ understood in a positive and constructive 
sense (Wiesemann 1995). After all, the concepts of life and death are not Platonic ideas, 
existing independently of language and convention. They are open concepts, leaving 
room for interpretation and specification. And how they are interpreted and specified 
can legitimately be made according to pragmatic, not least on ethical, reasons. Con- 
cepts are man-made, and the standard on which they have to be judged is not whether 
they are true or false but whether they are meaningful or not, adequate or not, and 
whether they serve their purposes. 

Another methodological consideration is that, given the background of great dif- 
ferences between cultures, traditions and individuals in the interpretation of these 
concepts, it seems more appropriate to regard the quest for the definition underlying 
the brain death criterion as the quest for what in the philosophy of science has been 
called explication (Birnbacher 2018). An explication is an interpretation of an unclear 
or controversial concept that does not purport to mirror any common understandings 
but instead proposes a convention that, on the one hand, preserves the core of the var- 
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ious meanings given to the concept, and, on the other, is adapted to the purposes it is 
designed to serve in theoretical or practical contexts. Because there can be more than 
one context in which a concept needs explication, there can be more than one explica- 
tion to a concept — as was explicitly conceded by Rudolf Carnap, who introduced the 
concept of explication in the context of probability. According to Carnap, explications 
can be introduced to meet more than one requirement, and these can have different 
weights in different contexts. One of Carnap’s examples is the pre-scientific explican- 
dum “fish” (1963: 6) for which there might be more than one scientific explicatum (the 
result of the explication), depending on the ends this explicatum is designed to serve 
and what amount of semantic agreement with common usage seems desirable. 

The four requirements explications should meet, according to Carnap, are sim- 
ilarity with the explicandum, exactness, simplicity and fruitfulness. In the context of 
the concepts of life and death, similarity of meaning means that the conventionally 
fixed meaning of the explicatum should not deviate too heavily from the meaning or 
meanings traditionally associated with the explicandum. The criterion of exactness 
can be taken to mean that the explication should be consonant with well-confirmed 
anthropological theories and should not bring in speculative elements. As a matter of 
course, not all explications of life and death one may think of satisfy this condition, e.g. 
theological or esoteric conceptions of a substantial immaterial soul or an astral body 
governing bodily functioning. A further component of the exactness requirement is 
that the explicatum is sufficiently amenable to operationalization to be detected or 
measured by empirical methods. In the case of the concept of death, this implies that 
scientifically sound criteria and tests are available to determine whether the concept 
applies. Operational criteria are especially indispensable in the legal domain. 

The third requirement, simplicity, is an obvious desideratum, especially in the case 
of everyday concepts such as life and death. The explication should make the concept 
easier to understand than in its original form. Furthermore, if we think of the neces- 
sity, in an increasingly integrated world, to communicate about life and death between 
individuals of different cultural backgrounds and different world views, the explica- 
tum should ideally be acceptable even to people holding world views distinctly differ- 
ent from the scientific one. 

The fourth requirement, fruitfulness, can be interpreted, for practical contexts, as 
the maxim to explicate a concept so that it is consonant with all or a substantial portion 
of the ethical principles and intuitions applying in the relevant domain. In analogy to 
fruitfulness in the theoretical field, where it means, among other things, the capacity 
to be introduced in and related to scientific laws, fruitfulness in the practical field can 
be understood as the capacity to become part of an ethically justified practice. 

On this background, it may be argued that these requirements are in fact best 
served by an explicatum of the concept of death that corresponds to the brain death 
criterion, i.e. the irreversible and complete cessation of brain function. An explication 
along this line does not fully meet the first and the third requirement, but it meets the 
others better than its alternatives. 

As to the first requirement, it cannot be denied that an explicatum of this kind 
deviates to a significant degree from both the traditional meaning of death and the 
meaning given to it by a great number of people today. These meanings, however, are 
profoundly inexact. For example, the proposed explication “death is the permanent 
cessation of the critical functions of the organism as a whole” (Laureys 2005: 900) 


113 


114 


Dieter Birnbacher 


leaves open exactly which functions count as ‘critical’. By contrast, the explication of 
death as the irreversible cessation of the functioning of the whole brain is less ambig- 
uous and enables physicians to unequivocally test the presence or absence of life in a 
patient. If done professionally and in accordance with the rules, no brain death diag- 
nosis has ever been put in doubt by the “awakening” of a patient. Furthermore, these 
rules have been progressively differentiated on the basis of clinical experience and 
fine-tuned for special situations. 

As far as simplicity and intelligibility are concerned, the definition of death as 
irreversible and complete cessation of brain activity is, admittedly, unsatisfactory. For 
many people, the definition is hard to accept because of its remoteness from the con- 
crete experience of dying. In the situation of the intensive care unit, death has ceded 
its place in the lebenswelt to something purely cognitive and abstract, no longer accom- 
panied by signs accessible to direct experience. 

This defect is, however, more than offset by the important practical advantage 
that this explication enables the practice of postmortem organ transplantation with- 
out infringing the dead donor rule. Abandoning the brain death explication of death 
would either seriously limit the highly beneficial practice of organ transplantation or 
infringe a rule that is held by most physicians to be indispensable. Furthermore, aban- 
doning it would require legislations that would greatly complicate the legal rules per- 
taining to life and death. 

The question arises which normative status can be claimed for a pragmatically 
motivated explication that is, at least in part, motivated by ‘pragmatic’, in this case: 
ethical and praxeological considerations. Authors who tend to reject the identification 
of brain death and death have spoken of the brain death definition as a ‘legal fiction’ 
(Shah/Miller 2010). This manner of speaking can be interpreted as pejorative — a way of 
saying that brain death is only so-called death. Alternatively, it can be interpreted more 
neutrally, as a pragmatic manner of speaking aimed, in the first instance, at relieving 
the transplant surgeon from the risk of being held responsible for manslaughter. How- 
ever, there is a crucial difference between this ‘legal fiction’ and others such as the fic- 
tion of a ‘legal person’. In the case of ‘legal persons’ such as institutions and companies, 
it is clear to everyone that the term does not refer to a real person. The identification of 
brain death with death is different. By now, it has gained so much social acceptance 
that the conflict it is designed to solve is only rarely brought to attention. If acceptance 
increases in the future, the conflict between ethics and anthropology from which the 
debate started will largely be a matter of the past. 
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1. Introduction 


Over the past 50 years, the concept and the determination of death have been given 
increasing attention in the scientific literature. Death determination was not the pre- 
rogative of physicians until the 18 century, before which its determination was the 
responsibility of families or undertakers (Powner 1996). Mainly due to the fear of being 
buried alive and, later, due to the development of resuscitative technology, medicine 
has become the field of expertise for the determination of death. Beginning in the 18" 
and 19" centuries, death was determined by physicians based on the cessation of func- 
tions of the three vital organs: the heart, the lungs, and the brain. At that time, because 
the functions of these three vital organs were interdependent, death was a unitary 
phenomenon. When one vital organ ceased to function, the other two rapidly ceased 
to function as a result. The concept of death determination itself was straightforward 
and barely discussed in medical writings. 

The development of mechanical ventilation in first half of the 20" century forever 
changed this paradigm (Rodriguez-Arias 2017). Advances in medical technologies now 
permitted physicians to sustain the functions of the heart and lungs despite the cessa- 
tion of brain function resulting from severe brain damage. Medical technologies thus 
created a new human state, one in which the interdependency of functions among the 
three vital organs was lost. This new human state initiated the first serious discussions 
on the concept of death within the medical profession. 

Since the 1960s, death determination has been conceptualized as either the cessa- 
tion of functions of the whole brain (Mollaret 1959; Beecher 1968) or of circulatory and 
respiratory functions (President’s Commission 1981). Throughout this time, as schol- 
ars have debated whether brain death was a coherent concept of death (Veatch 1993; 
Bernat 1981; Giacomini 1997), the acceptance of brain death as a criterion for death has 
grown worldwide (Capron 2001). The determination of brain death is now accepted by 
the international medical profession (Wijdicks 2010). When a patient is determined 
dead based on the brain criterion of death, his respiratory and circulatory functions 
are maintained by artificial means, such as the use of mechanical ventilation. Brain 
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tests are used to prove the absence of any brain functions, particularly the absence of 
consciousness, brain stem functions, and spontaneous respiration. 

Donation after circulatory determination of death (DCDD) programs were devel- 
oped in the 1980s in order to address the scarcity of organs; they have since been 
developed in many countries around the world to increase the organ pool for trans- 
plantation. However, DCDD programs also challenge the concept and determination 
of death, and certain countries have chosen not to develop such programs, for moral, 
cultural, historical and also legal reasons. For example, DCDD remains illegal in Ger- 
many, possibly because of historical sensitivity around euthanasia. 

The United States, Canada, the United Kingdom, and the Netherlands, among 
other countries, have mainly developed controlled DCDD programs (Magliocca 2005; 
Bos 2005; Summers 2015; Shemie 2006). Here, organ donation occurs after the cessa- 
tion of the donor’s circulation, following the withdrawal of life-sustaining therapies. 
The decision to withdraw life-sustaining therapies is made independently of the ques- 
tion of organ donation (Dalle Ave 2017); it is made when the patient or family no longer 
desire the prolongation of life, and when doctors judge further medical treatment to 
be inappropriate or futile (Bosslet 2015). 

France and Spain have pioneered the development of programs of uncontrolled 
DCDD (Burnod 2007; Antoine 2007; Mateos-Rodriguez 2010; Mateos-Rodriguez 2012). 
This system applies in cases of unexpected sudden cardiac arrest. Once it has been 
established that resuscitative efforts are futile, the patient is transferred to an uncon- 
trolled DCDD medical center. Donation occurs once death has been determined at the 
hospital. 

In DCDD programs (controlled and uncontrolled), death occurs after a cardiac 
arrest, which leads to the cessation of the circulatory and respiratory functions. Death 
is determined after a purposely short period of cardiac arrest and circulatory cessa- 
tion, usually five minutes, to allow a sufficient quality of organs suitable for transplan- 
tation. The way death is determined in DCDD varies among countries. 

In this chapter, we focus on the ethical issues raised by the determination of death 
in DCDD. Our purpose is to offer a conceptual justification for death determination 
in this context and to highlight practical pitfalls, but not to offer a normative analysis 
of the concept of death in general. We first describe and analyze the determination of 
death in DCDD by discussing the concepts of irreversible and permanent cessation of 
functions. Second, we discuss the issues raised by the use of extracorporeal membrane 
oxygenation (ECMO) in DCDD. Third, we analyze the unique issues raised by heart 
DCDD, and fourth, the issues raised by uncontrolled DCDD. Finally, we propose a new 
way to determine death in DCDD: the brain circulation determination of death. 


2. Description and Analysis of the Determination of Death in DCDD 


In both uncontrolled and controlled DCDD programs, death is determined after a 
short stand-off (no-touch) period, defined as the time between complete circulatory 
cessation and the determination of death. Although the stand-off period varies among 
countries, five minutes has become the norm. A short stand-off period is desirable to 
minimize the warm ischemia time and thereby optimize graft outcome. 


Defining Death in DCDD 


The criteria to determine death vary among countries. In the US and many other 
countries, death is determined by fulfilling one of two criteria: the irreversible cessa- 
tion of circulatory and respiratory functions, or the irreversible cessation of all func- 
tions of the entire brain, including the brain stem (Uniform Determination of Death 
Act 1997). 

Laws and codes of practice in other countries, including France, Canada (The Law 
Reform commission of Canada 1970), the United Kingdom (Academy of Medical Royal 
Colleges 2008), and Switzerland (Swiss Federal Act 2004), unify death determination 
under a single brain criterion. In Switzerland, for instance, “a person is dead when all 
cerebral functions, including the brain stem, have irreversibly ceased” (Swiss Federal 
Act 2004). 

Several critics have argued, however, that DCDD donors are not dead at the time 
of the determination of death (Rady 2013; Joffe 2011; Potts 2007; Marquis 2010; Miller 
2008). Death is, by definition, an irreversible state, and after only five minutes of cir- 
culatory cessation, the cessation of respiratory and circulatory functions might be 
potentially reversible. Thus, the five-minute stand-off period is obviously not suffi- 
cient to achieve the irreversible cessation of circulatory, respiratory, or brain functions. 
Several studies, unrelated to DCDD protocols, showed good neurological outcomes for 
some patients who suffered an out-of-hospital cardiac arrest with a no-flow period of 
20 to 30 minutes (Hara 2015).' These studies reveal a fact known widely by physicians: 
after only five minutes of cardiac arrest, it may be possible to medically restore circu- 
latory, respiratory and some brain functions. Furthermore, the use of advance resus- 
citative technique, such as extra-corporeal membrane oxygenation (ECMO), may also 
restore circulation after intractable cardiac arrest (Megarbane 2011). Additionally, ani- 
mal studies have demonstrated evidence that circulatory, respiratory and some brain 
functions could be restored after cardio-circulatory cessation for as long as 30-60 
minutes (Hossmann 1987; Hossmann 1973). Thus, it is clear that circulatory function 
may be restorable, even after a cessation of five minutes. 

These facts have led some critics to conclude that DCDD protocols breach the dead 
donor rule, an ethical and legal guideline that requires that “donors must not be killed 
in order to obtain their organs” and that “organ retrieval cannot cause death” (Robert- 
son 1999: 6). 

One of us (James Bernat) has addressed the question of whether DCDD programs 
breached the dead donor rule by highlighting the distinction between the irreversible 
and permanent cessation of circulatory and respiratory functions). Bernat states that: 
“whereas, irreversibility is a requirement for the definition and criterion of death, [...] a 
circulatory-respiratory death determination requires demonstrating only that circu- 
latory and respiratory functions have ceased permanently” (2010: 2.49). 

Thus, an individual who has permanently lost his circulatory and respiratory func- 
tions is determined dead and the dead donor rule is not breached. 

Bernat further points out that a function is said to be irreversibly lost when no 
available intervention or technology can restore that function. Irreversibility is thus 
an unequivocal state, which implies a technical impossibility, independent of our 
intention or action (Bernat 2006). By contrast, a function is said to be permanently 
lost when that function cannot restart spontaneously (autoresuscitation) and will not 


1 No-flow is the time interval between collapse and the initiation of cardiopulmonary resuscitation. 
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be restored by medical intervention. Permanent cessation is thus an equivocal state, 
which implies a technical possibility, and one that is dependent on our intention and 
action (ibid.). After a cardiac arrest, a patient will have the permanent cessation of cir- 
culation after five minutes of observation, and this state will become irreversible with 
time if no actions to restore circulation are performed. 

In practice, physicians typically determine death (particularly in the acute setting) 
once the cessation of respiratory and circulatory functions is permanent. For instance, in 
the intensive care unit after withdrawal of life-sustaining therapies, cardiac and respi- 
ratory functions progressively decrease until they cease completely. Once the heartbeat 
has stopped, physicians may determine death within as little as a few minutes. 

To confirm permanent cessation, the physician must ensure that the period during 
which auto-resuscitation could occur has elapsed. From the point of death determina- 
tion, the patient will evolve from a permanent to an irreversible cessation of circula- 
tion and respiration. Because no action will interfere with this process, permanency is 
a valid surrogate on which to base the determination of death, and in practice there is 
no need to wait longer. 

Bernat argues that death could be determined in DCDD protocols based on the 
permanent cessation of respiratory and circulatory functions if two conditions are sat- 
isfied. First, spontaneous resumption of ceased functions (auto-resuscitation) cannot 
occur; and second, medical interventions will not be attempted to restart the ceased 
functions (Bernat 2010). 

These necessary conditions in DCDD protocols raise two issues. First, how long 
must a physician wait to ensure the impossibility of auto-resuscitation? Second, how 
do resuscitative techniques (such as ECMO, Cardiopulmonary resuscitation (CPR), and 
mechanical ventilation) that are instituted after the determination of death interfere 
with the determination of death? Ethically, these questions are extremely important: 
ifthe patient is not truly dead when organs are retrieved, the dead donor rule would be 
breached and organ removal by physicians could actually cause death. This would be a 
grave violation of professional duties and the principle of non-maleficence. 

To answer the first question regarding waiting time, we can cite studies that 
assess how many minutes of circulatory cessation confidently exclude the possi- 
bility of auto-resuscitation (Hornby 2010). Importantly, the answer differs between 
controlled and uncontrolled DCDD protocols. In controlled DCDD, no patients have 
demonstrated auto-resuscitation after one minute of circulatory cessation, whereas 
in uncontrolled DCDD after a primary cardiac arrest, no patients demonstrated 
auto-resuscitation after seven minutes of circulatory cessation. Because the number 
of patients studied has been relatively small, more studies are necessary to determine 
more accurately exactly how long it is necessary to wait after circulatory cessation to 
ensure the impossibility of auto-resuscitation, and thus to permit DCDD programs 
to determine an appropriate stand-off period. At present, it appears that a five-min- 
ute stand-off period in controlled DCDD is long enough to exclude the possibility of 
auto-resuscitation, but this is not long enough to confidently exclude the possibility of 
auto-resuscitation in uncontrolled DCDD, which requires ten minutes. 

In the next two sections we address the second question: how the use of resuscita- 
tive techniques after the determination of death can interfere with the determination 
of death. We analyze the use of ECMO in DCDD and the unique case of DCDD heart 
transplantation. 


Defining Death in DCDD 


3. The Use of ECMO in DCDD 


An ethical imperative of organ donation is to procure organs in good condition. Some 
controlled DCDD protocols use ECMO to resume bodily circulation following the 
determination of death, only to benefit the organs’ condition (Magliocca 2005; Far- 
ney 2011; Lee 2005; Rojas-Pena 2014, Oniscu 2014). After a stand-off period, ECMO is 
initiated to decrease warm ischemia time before organ procurement begins.” ECMO 
can improve future graft outcome by maintaining organ perfusion until procurement. 
Some uncontrolled DCDD protocols in France and Spain (Burnod 2007; Mateos-Ro- 
driguez 2010) also use ECMO as a method of organ preservation, after death has been 
determined. 

The use of ECMO may be ethically justified from a utilitarian perspective because 
it may improve the organs that are donated. However, it raises ethical issues such 
as (temporarily) reversing the determination of death and thus potentially harming 
the patient. If it is used during a state of permanent cessation, before the cessation 
becomes irreversible, ECMO could restore brain, heart and circulatory functions. This 
situation creates a risk of harm to the donor. To avoid such risk, a supra-diaphragmatic 
aortic occlusion balloon is usually inserted to block ECMO blood flow to the brain and 
thorax and thereby to prevent the restoration of brain and heart circulation. 

The risk of restoring brain and heart functions is not a fantasy or theoretical risk 
and was acknowledged in the initial controlled DCDD protocols using ECMO. In these 
protocols, instead of inserting an aortic occlusion balloon, intravenous lidocaine was 
administered to prevent the restoration of heartbeat, and/or phenobarbital was admin- 
istered to prevent the restoration of brain functions. What effect on death determina- 
tion would ECMO produce if circulation was resumed after death was determined? 
Even if upper body circulation was prevented through the use of the aortic occlusion 
balloon, lower body circulation would be resumed through the use of ECMO. Tech- 
nology again forces us to reconsider our criteria for death, and whether they remain 
ethically appropriate. Is the patient dead under those conditions? The answer depends 
on which criterion of death one uses. If one determines death based on the circula- 
tory criterion, it may be difficult to say whether the patient is dead or alive: above the 
aortic balloon there is no circulation, but below the aortic balloon circulation remains. 
Here, the brain criterion is more applicable, by which the donor is dead when his brain 
functions have ceased irreversibly, irrespective of what happens to his bodily circula- 
tion. In DCDD that means that brain death could occur under the condition that brain 
circulation is confidently prevented, even if bodily circulation persists. If brain cir- 
culation stops, brain function will cease, initially permanently, and then irreversibly. 
Later we discuss in greater detail the implication of the use of a brain criterion of death 
in DCDD. 

Now, let us focus on the fact that to prevent harm, brain circulation must be confi- 
dently prevented despite the use of ECMO. Note that the balloon does not cause brain 
death; it prevents the brain being reoxygenated, which physicians must accomplish to 
maintain the pre-existing determination of death. But can one be certain that the aor- 


2 The warm ischemia time is the interval between the moment donors develop severe ischemia (often 
at a systolic blood pressure threshold of 80 mmHg or from cardiac arrest) and the initiation of organ 
perfusion. 
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tic occlusion balloon is not misplaced when ECMO is started, or will not be displaced or 
malfunction during the use of ECMO? In the case of aortic occlusion balloon malfunc- 
tion or displacement, because the brain tissue is sensitive to reperfusion for 30-60 
minutes, there is a risk of restoring brain circulation, reviving the patient, and thus 
harming the donor. This risk is not theoretical; we have described such cases (Dalle 
Ave 2.016a). We believe, as do others (Manara 2012), that no intervention should be used 
that may potentially restore brain functions after the determination of death (Dalle 
Ave 2016a; Bernat 2008). 


4. Heart DCDD 


There are only a few heart DCDD programs currently operating around the world, 
probably because of the sensitivity of the heart to warm ischemia time and related 
technical difficulties. The first heart DCDD was performed in 1967 by Barnard in Cape 
Town (Barnard 1967). In 2008, Boucek et al. published three cases of heart DCDD 
transplanted in neonates (Boucek 2008). The stand-off period of this Denver DCDD 
protocol had been reduced from three minutes to 75 seconds, leading critics to ques- 
tion whether the neonatal heart donors were truly dead at the time of organ procure- 
ment. It is only since 2015 that heart DCDD programs have been developed elsewhere, 
principally in the United Kingdom (Ali 2009; Walsh 2015; Smail 2018; Messer 2017) and 
Australia (Dhital 2015; Chew 2019). 

One of the two heart DCDD protocols of the United Kingdom is creative (Ali 2009; 
Walsh 2015). As in any controlled DCDD protocol, after withdrawal of life-sustaining 
therapies, circulatory cessation is followed by the determination of death. After a 
five-minute stand-off period, a thoracotomy is rapidly performed to clamp the aortic 
arch vessels and to insert ECMO catheters to resume bodily circulation. Instead of the 
aortic occlusion balloon, which excludes heart circulation, the UK heart DCDD pro- 
tocol uses an aortic arch clamp. This heart DCDD protocol permits the resumption of 
full bodily circulation, including that of the heart, while excluding brain circulation. 
Once ECMO has resumed circulation, the UK heart DCDD protocol waits until the 
heart resumes normal function, after which ECMO is weaned. If the heart continues 
to demonstrate good function, it is deemed suitable for transplantation and is thus 
procured. The UK heart DCDD protocol thus essentially converts a DCDD organ donor 
into a brain-dead donor. 

Like all DCDD protocols using ECMO, the UK heart DCDD protocol raises the 
issue of whether it retroactively interferes with the previous determination of death. 
Does the use of an aortic clamp confidently prevent the restoration of brain circulation 
during the use of ECMO? If not, the donor may incur harm. An aortic clamp may block 
blood circulation through the carotid and vertebral arteries, but it may “spare small 
collateral arteries from the segmental spinal arteries that arise from the thoracic aorta 
and anastomose the branches of the vertebral arteries. These collaterals conceivably 
could provide a small degree of perfusion to the brainstem” (Dalle Ave 2016b: 315). 

Bedside assessment may provide some clues that the brain retains some brain 
perfusion with the use of ECMO. For instance, clinical signs of transtentorial brain 
herniation — such as sudden severe hypertension and bradycardia, followed by a rapid 
hypotension - after the determination of death and during the use of ECMO, may 
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constitute evidence that the last brain functions are ceasing at that precise moment. 
This finding would imply that the brain had preserved some brain functions before 
the occurrence of this Cushing reflex, and thus that the donor was not dead, probably 
because ECMO permitted the preservation of a small degree of brain perfusion. 

As we have explained elsewhere, to ensure that the aortic arch clamp completely 
blocks brain perfusion, brain circulation should be tested and proven absent. In par- 
ticular, brain stem perfusion should be proven to have stopped because it can continue 
to function with a smaller blood flow than the cerebral hemispheres (Dalle Ave 2016b: 
315). 

The Australian heart DCDD protocol differs from that of the UK by not using ECMO 
(Dhital 2015; Chew 2019). In their protocol, a stand-off period of two or five minutes is 
used. To better preserve the future graft function, a “normothermic ex vivo cardiac 
perfusion device” is used to decrease the cold ischemia time, namely, the time from 
heart procurement to heart transplantation (Burnod 2007). 

Controlled DCDD using a stand-off period as brief as two minutes (Boucek 2008; 
Dhital 2015) raises issues regarding the concept of permanent cessation. After circu- 
latory cessation, the permanent cessation of circulation occurs once the possibility of 
auto-resuscitation has elapsed. A stand-off period as short as two minutes may put the 
donor at risk of auto-resuscitation, potentially breaching the DDR. That is why, until 
further studies of controlled DCDD programs have determined with greater accuracy 
the exact minimum duration of circulatory cessation that excludes the possibility of 
auto-resuscitation, we support a secure stand-off period of five minutes. 

In addition to the previously described protocol using ECMO, the UK has devel- 
oped a heart DCDD protocol similar to Australia’s (Smail 2018; Messer 2017). After 
the stand-off period of five minutes, the heart is rapidly procured and reperfused in 
an ex situ normothermic platform using the Organ Care System. In this protocol, the 
donor’s abdominal organs are perfused by the use of ECMO, but not the heart because 
the descending aorta is clamped. 


5. Uncontrolled DCDD 


Uncontrolled DCDD programs raise several ethical issues. We focus here on those 
related to the determination of death. Uncontrolled DCDD programs (Burnod 2007; 
Mateos-Rodriguez 2010) concern donation after a sudden cardiac arrest, usually in an 
out-of-hospital setting. Once physicians deem them to be futile, resuscitations efforts 
are stopped. At that point, if the patient is suitable for an uncontrolled DCDD proto- 
col, CPR efforts are resumed, and the patient is transferred to the uncontrolled DCDD 
medical center. The goal of CPR efforts at this stage is not to save the patient’s life, 
which is no longer possible, but to preserve organ perfusion to ensure better future 
graft outcome. At the uncontrolled DCDD center, death is determined, followed by the 
initiation of ECMO or cold perfusion to preserve the organs for future transplantation. 
Organ procurement proceeds once consent to organ donation has been obtained. Four 
unresolved medical-ethical issues remain in the determination of death in uncon- 
trolled DCDD programs, which we describe in the following. 
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5.1 The Use of CPR Once the Patient has been Considered Unsalvageable 


As stated, when physicians judge that further resuscitation efforts are futile, CPR 
is stopped and the patient is considered to be dead (even though in some protocols, 
death is formally determined later at the hospital). The only justification for accepting 
the patient into an uncontrolled DCDD protocol - a decision that is made immedi- 
ately after CPR has been stopped - is that the patient is unsalvageable and presumed 
dead. When CPR is resumed to preserve the organs, and despite no intent to save the 
patient’s life, CPR produces a risk of restoring bodily circulation sufficient to restore 
brain circulation and thus brain function. This situation can harm the patient by tem- 
porarily returning him to life that will confer no benefit. 


5.2 The Use of ECMO after the Determination of Death 


The same considerations discussed in section III are relevant here. After the determi- 
nation of death, no measure that could restore brain circulation and function should 
be used because it could revive the patient. 


5.3 The Conflict of Interest between Uncontrolled DCDD Programs and ECMO- 
Assisted CPR (E-CPR) 


E-CPR is a resuscitation technique using ECMO when conventional CPR cannot 
restore a patient’s life (Stub 2015; Sakamoto 2014). There is evidence that advances in 
E-CPR may improve the outcome of patients suffering from an unexpected refractory 
cardiac arrest. E-CPR protocols and uncontrolled DCDD protocols are similar (Dalle 
Ave 2016c). The vexing question facing the resuscitative team is: given a patient with a 
refractory cardiac arrest, how should they decide between entering this patient into 
an E-CPR protocol to attempt to save his life, or into an uncontrolled DCDD proto- 
col to convert him to an organ donor and save the life of a potential organ recipient? 
In some situations, there may be no hospital nearby that could save the patient’s life, 
but there may be hospitals nearby with suitable organ donation programs (Dalle Ave 
2016c). Attempting to save the patient’s life with E-CPR may well be futile and might 
be judged inappropriate even if organ donation was not a possibility. The inherent 
conflict of interest has a major impact on the determination of death. If instead of 
attempting resuscitation by an E-CPR protocol, the patient was prematurely entered 
into an uncontrolled DCDD protocol, he would be declared dead, even though he might 
have been saved by a resuscitative technique. 

To avoid a ‘third world resuscitation-first world donation’ situation (Dalle Ave 
2016c), saving patients’ lives in case of cardiac arrest should remain the highest prior- 
ity. Countries should primarily focus on the development of resuscitation techniques, 
such as E-CPR, and donation should be considered only secondarily. One solution to 
avoid such a conflict of interest would be to have uncontrolled DCDD programs only in 
centers that use E-CPR. If E-CPR is not an option, and if no other lifesaving options are 
available, termination of resuscitation efforts could be considered. Only after the final 
step should death be determined following an adequate stand-off period, at which 
time organ procurement may be pursued. 
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5.4 The Optimal Duration of the Stand-Off Period 


Usually, the stand-off period used in uncontrolled DCDD programs is five minutes. 
However, one survey showed that, in the context of an unexpected cardiac arrest, 
auto-resuscitation to restored circulation is possible for up to seven minutes (Hornby 
2010). To ensure that a state of permanent cessation of circulation exists, death should 
be declared only after a stand-off period of at least ten minutes in the context of 
uncontrolled DCDD. 


6. The Brain Circulation Determination of Death 


In DCDD, the permanent cessation of circulation as a criterion of death can be retro- 
actively negated using resuscitative technologies such as ECMO. Previously, we sug- 
gested that the permanent cessation of brain circulation is the essential underlying 
determinant of death in the context of DCDD. We therefore suggested a new acronym 
in place of DCDD: DBCDD - organ donation after brain circulation determination of death 
(Dalle Ave 2017b). We now analyze the role of the permanent cessation of brain circula- 
tion in determining death in DCDD. 

After circulatory cessation, ischemia develops progressively in different organs. 
Because the brain is the organ most sensitive to ischemia, it is affected first and heart 
ischemia follows. After circulatory cessation, brain functions cease within minutes, 
first permanently, and after 30-60 minutes, irreversibly. If one accepts brain death as 
a valid criterion of death, one may apply this same criterion in the DCDD context. The 
concept of brain death holds that patients whose brain functions have ceased irrevers- 
ibly, but who have their circulation sustained artificially, are considered dead (see also 
chapter 5 in this book). In the discussion that follows, we assume that the irreversible 
cessation of brain functions is a theoretically valid criterion of death. However, we will 
show that it is not how death is usually determined in practice, and it may also not be 
the best way to determine death at the bedside, including in DCDD programs. 

If DCDD programs employed the standard brain death criterion to determine 
death, they would become impossible. Because proving the irreversible cessation of 
all brain functions would require at least 30-60 minutes of circulatory cessation, most 
organs would be unsuitable for transplantation. 

Another option would be to require only the permanent cessation of all brain 
functions to determine death. This step would be a departure from the usual under- 
standing of the brain death criterion, which requires irreversibility. The justification 
to switch from the irreversible to the permanent cessation of all brain functions is the 
same as the justification used to switch from the irreversible to the permanent cessa- 
tion of circulatory functions. In practice, physicians often determine death during a 
state of permanent cessation, whether the functions which are permanently lost are 
those of the heart, the circulation, or the brain. Thus, in DCDD, one could use the same 
standard to determine death, ensuring the two conditions proposed by James Bernat, 
i.e. that brain circulation must not be restored after death, and there can no longer be 
a possibility of auto-resuscitation. 

An additional necessary condition is that the permanent cessation of all brain func- 
tions must be complete. It is necessary to wait long enough after circulatory cessation 
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that all brain functions have ceased. Death should never be determined (or organs pro- 
cured) while the patient retains brain functions because it could create the potential 
of awareness and suffering. Only a few minutes of circulatory cessation are necessary 
to assure that all brain functions have ceased permanently. A stand-off period of five 
minutes would ensure that the possibility of auto-resuscitation has elapsed and that 
all brain functions are permanently lost. 

The requirement that brain circulation not be restored after the determination of 
death demands that any technologies that could restore bodily circulation must be 
omitted after the determination of death. These technologies include ECMO, CPR, 
and even lung inflation, all of which may stimulate the heart to restart functioning 
and restore circulation. If those techniques are used after the determination of death, 
brain circulation must be excluded, and the absence of brain circulation proven with 
certainty. This requirement may be a challenge to achieve in practice. 

To use the brain circulation criterion of death to determine death in DCDD, one 
should determine which tests will be used to confirm death. We argue that because 
circulatory cessation irremediably leads to the cessation of brain function, the confir- 
mation of the cessation of systemic circulation is sufficient to confirm death. This can 
be done using an echocardiography, proving no opening of the aortic valve, or of an 
electrocardiogram, proving the absence of electrical cardiac activity. The use of spe- 
cific brain death tests is unnecessary, despite claims to the contrary (Swiss Academy of 
Medical Sciences 2019). 

The proposal of basing the determination of death in DCDD on the brain circula- 
tion criterion has the advantage of unifying death under a single criterion. Elsewhere, 
we have explained the proposal of proving the absence of brain circulation in the con- 
text of organ donation after brain death (DBD) (Dalle Ave 2.018). There is evidence that 
some patients determined dead by the brain death criterion — i.e. patients who have 
no apparent brain functions but who have their circulation artificially sustained - may 
retain some brain functions despite having been declared dead. To reduce the incon- 
sistency between the brain death criterion and the tests for brain death, we proposed 
the requirement of showing the absence of brain circulation by a validated neuroim- 
aging test. We argue that showing absence of brain circulation could be a unique cri- 
terion to determine death in both DCDD and in DBD. Because currently no method 
completely excludes brain circulation, further research is necessary before this idea 
can be implemented. 


7. Conclusion and Future Perspectives 


The controversy over whether the DCDD donor is dead after five minutes of complete 
circulatory cessation can be resolved by accepting the medical practice standard for 
death determination as the permanent cessation of circulation and respiration. Even 
though many death statutes employ the term ‘irreversible cessation’ of circulation and 
respiration, and the biological concept of death requires irreversibility, the medical 
practice standard for death determination has always been their permanent cessation 
(Bernat 2013). There is no compelling reason why death determination in the context 
of organ donation should require a change in medical practice from the standard that 
physicians widely use to declare death in non-donation circumstances. 
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All existing DCDD programs implicitly accept permanent cessation as death by 
requiring only two to five minutes of circulatory and respiratory cessation before 
death is declared, despite knowing that the loss of these functions may not be irre- 
versible at that point. Only a few groups have explicitly accepted the permanent vs. 
irreversible distinction (American Academy of Pediatrics Committee on Bioethics 
2013), but there is no justification for hospitals to sponsor DCDD programs other than 
endorsing this conceptual distinction. We are simply making the concept underlying 
prevailing DCDD practices explicit. Clear definitions of the underlying concepts of 
DCDD are essential for ethical decision-making, because without them patients might 
be harmed by unnecessary interventions, or organs removed when patients are not 
really dead. Clarity is also essential for transparency and trust. 

For physicians to accurately declare death on the basis of permanent cessation of 
circulation and respiration, there must be no subsequent interventions that restore 
circulation because the cessation would then no longer be permanent. If cessation 
is not permanent, organ removal could in some cases constitute killing the patient. 
That is why there must be a complete proscription against the use of CPR, ECMO, and 
all other resuscitative technologies that restore or partially restore brain circulation. 
There also must be a reliable method to determine that circulatory cessation is com- 
plete, such as showing zero forward blood flow by an arterial catheter or Doppler, or 
by an echocardiogram showing no opening of the aortic valve. The third condition is 
that the no-touch interval after circulatory cessation must be of sufficient duration 
to exclude the possibility of auto-resuscitation. Auto-resuscitation to restoration of 
circulation is extremely unlikely after one minute in the controlled DCDD patient but 
may occur up to seven minutes after circulatory cessation in cases of uncontrolled 
DCDD because of the prior resuscitative treatments. 

We believe that for their future success, all DCDD programs should use the deter- 
mination of death that requires showing only the permanent cessation of brain cir- 
culation. Fulfilling this criterion also requires that any resuscitative efforts including 
ECMO and chest compressions must not restore any circulation to the brain. Ulti- 
mately, both circulatory and brain criteria of death depend on the permanent and total 
absence of brain circulation. 
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7. Deciding about Living Organ Donation 
Balancing Risk Management and Autonomy 


Dominique E. Martin 


1. Introduction 


The maxim primum non nocere — first do no harm — is beloved by medical practitioners. 
It is also valued by the public, who must place their vulnerable bodies in the hands of 
physicians and surgeons, trusting that doing so will leave them at least no worse off, 
and hopefully, somewhat better. Nevertheless, it is the more nuanced interpretation 
of the principle of nonmaleficence that has guided medical practice. This principle 
adjures practitioners to avoid and prevent harm to patients, and to ensure that if some 
risk of harm related to a medical intervention is inevitable it will be proportionate to 
the expected benefits of the intervention. The use of potentially harmful medical ther- 
apies and procedures has historically been justified by the claim that unavoidable risks 
are necessary, in order to restore or enhance the health of a person who would likely be 
worse off in the absence of the intervention. Thus, more practical advice was offered, 
allegedly, by Hippocrates to physicians, “As to diseases, make a habit of two things - to 
help and not to harm.” (Jonsen 2000: 2) 

The principle of nonmaleficence accordingly entails a degree of caution, while per- 
mitting the experimentation and trial of innovations that have underpinned centuries 
of medical progress in the care of unwell or injured individuals. In 1954, this founda- 
tional norm of medical ethics was rocked by the first successful living donor kidney 
transplant (LDKT). (Mueller and Luyckx 2012: 1462) While the procedure posed risks 
for the transplant recipient, who otherwise faced an untimely death, it was the inter- 
vention in the living donor (LD) that established a paradigm shift in medical ethics: a 
fit young man underwent major surgery to remove a healthy organ for the purpose of 
improving his brother’s health. Since that time, ongoing developments in living organ 
donation (henceforth “living donation”) and transplantation have repeatedly chal- 
lenged the established norms and frameworks of clinical ethics. 

Ten years after the first successful LDKT, living kidney donation was still an infre- 
quent and somewhat experimental procedure. At this time, Woodruff described nec- 
essary, but not perhaps sufficient, conditions for “volunteer kidney donation” (1964: 
1458) to be ethically permissible. In essence he argued that the donation must be neces- 
sary; the intended transplant recipient must lack alternative treatment for their “gross 
and irreversible renal failure” (ibid.), that the donor must be healthy, such that they 
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face little risk of harm from nephrectomy, and that the decision to donate must be 
voluntary and informed. Further, there must be reasonable certainty regarding the 
likely outcomes of individual procedures, in particular the probability of successful 
transplantation; “there must be no grounds for thinking that the chances of success 
are exceptionally poor in the case under discussion” (ibid.). These conditions reflect 
the ethical considerations that continue to guide living donation decision-making 
today, however the landscape in which they are applied has changed dramatically. 

In this chapter, I explore a range of longstanding and emerging ethical consider- 
ations in directed living organ donation in the context of emerging clinical and scien- 
tific knowledge, changing clinical practices, and evolving norms.’ I focus on the most 
common types of living donation, kidney and partial liver donation.’ First, I consider 
the gradual change in attitudes towards the quality and proportionality of risks and 
benefits associated with living donation. I discuss the influence of emerging evidence 
and knowledge gaps relating to risks and benefits, and of the nature of prospective 
donor and recipient relationships on perceived ethical acceptability of donation. 
Second, I discuss ethical concerns about consent for donation with regards to deci- 
sion-making capacity and voluntariness of prospective LDs. Third, I explore the issue 
of paternalism in donation decision-making, and tensions that arise between contem- 
porary norms regarding respect for patient autonomy and the physician duty of non- 
maleficence. In conclusion, I suggest that instead of considering the ethics of LDT as 
inherently challenging the norms of clinical ethics, we ought instead to consider what 
we have learned from the ethically complex relational context of LDTs, and how this 
understanding might be applied in the wider field of health care decision-making. 


2. Rethinking the Risks and Benefits of Living Donation 


Overriding physicians’ aversion to harming the healthy by surgically removing an 
organ was likely made possible by the fact there is an even more compelling profes- 
sional intuition, namely that every effort must be made to save lives. When the likely 
benefits of donation include the sole opportunity to save the life of the intended trans- 
plant recipient, this heavily weights the scales of proportionality in favor of donation. 
For example, the imperative to save a life remains influential in the context of dona- 
tions that may pose significant risks to donor health, such as liver donation which has 


1 Broader ethical concerns regarding LD transplantation such as inequities in access to living donation 
and living donor transplants (LDTs), and inequities in the distribution of burdens of donation are ex- 
plored only briefly in this Chapter. Factors that may influence decision-making about living donation 
are discussed primarily from the more individualistic perspective of clinical ethics. For example, finan- 
cial status and gender of potential donors may contribute to systemic inequities in donation and trans- 
plantation and also represent important systemic socioeconomic inequities that are beyond the scope 
of this chapter. Instead such factors are considered with regards to their potential impact on the risks 
of donation. For instance, poverty may pose an additional risk to donor wellbeing if donation-related 
expenses are not covered. With regard to autonomy of donation decision-making, , a gender bias with- 
in some cultures may exert a coercive influence on female potential donors. 


N 


Living lung lobe donation is also possible, however this is uncommon except in Japan (Date 2017). Living 
donation of intestines and pancreas is also possible but rarely occurs (Barr et al. 2005). Living uterus 
donation will be explored in the context of Chapter 15 of this book. 
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a donor mortality as high as 1 in 200 (Dew et al 2017: 881). Furthermore, in countries 
where access to dialysis is limited or prohibitively costly for much of the population 
and deceased donation programs are virtually nonexistent, as is the case in most parts 
of Africa and Asia, LDKT remains a life-saving opportunity for those with end stage 
kidney disease (ESKD) who can afford transplantation (Liyanage et al. 2015; Reese et 
al. 2015: 2004). However, LDTs are now widely practiced in the absence of life-saving 
necessity. 

Many people with ESKD now have access to alternative life sustaining interven- 
tions such as dialysis, if not deceased donor transplants, yet living kidney donation 
has increased over time. LDKTs represented approximately 40 per cent of all kidney 
transplants performed worldwide in 2016, with more than 36.000 LDKTs reported to 
the Global Observatory on Donation Transplantation (2018: 2). In the absence of imme- 
diate high stakes in the form of life-saving necessity, determining the balance of risks 
and benefits that will justify living donation requires careful consideration of a range 
of potential outcomes of donation decision-making. In particular, it requires consid- 
eration of the prospective donor’s potential interests in donation in the context of their 
relationships. Individuals are socially embedded and make decisions about donation 
in the context of relationships with family, friends and broader social communities. 
They also have longstanding roles and responsibilities that are influenced by and often 
enacted through interpersonal relationships. Hence, individuals may have “other-re- 
garding” interests in donation in addition to personal welfare interests that should be 
considered when estimating potential benefits and risks of donation and of non-dona- 
tion (Williams 2018: 19; Reese et al. 2018). 


2.1 Risks and Burdens 


In the early days of LDKT, despite the fact that there were few alternative treatments 
for people with ESKD, concern for donor wellbeing and uncertainty regarding risks 
underpinned a cautious approach. However, over time, the number of LDTs increased 
dramatically. This growth was in part influenced by the widespread perception that 
living kidney donation was a minimal risk activity. Comparison of the physical risks of 
donation with those of dangerous employment or leisure activities was often used in 
arguments that financial incentives could be offered to donors without fear of harmful 
exploitation (Cherry 2000: 343). The introduction of laparoscopic nephrectomy in the 
mid 1990s led to a decrease in perioperative morbidity associated with kidney dona- 
tion and hence the immediate risk of harm to kidney donors has diminished consider- 
ably (Kok et al. 2006). However, the commonly cited risks of perioperative mortality (1 
in 3000) and perioperative complications (1 in 6 donors) are not necessarily reflective 
of risks in all populations (Lentine et al. 2016). Increasing acceptance of higher risk 
donors, such as older people with comorbidities and obese donors has led to higher 
rates of both short and long term complications of donation (ibid). 

Amore dramatic shift in the level of risk considered acceptable in living donation 
was evident in the emergence of living liver donation during the 1990s. Abecassis and 
colleagues reported an overall incidence of complications associated with liver dona- 
tion in the United States of 40 per cent, and a “1% incidence of residual disability, liver 
failure or death” (2012: 1216). The absence of alternative treatment for patients with end 
stage liver failure means that receiving a transplant is often a time critical matter of 
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life and death. Initially considered acceptable when required to save the life of a child 
(Singer et al. 1989), living liver donation is now widespread despite the rate of periop- 
erative complications. In the South East Asian region, limited availability of deceased 
donors means that LDs now supply more than 90 per cent of liver transplants (Global 
Observatory on Donation Transplantation 2018: 12). The total liver transplants from 
LDs per annum is estimated at 6012, or 19.8 per cent of total liver transplants world- 
wide (ibid). 

Despite greater acceptance of significant risks to LDs in some contexts, it is the 
magnitude of the donor risk that usually sets the limit of what may be ethically permit- 
ted in a prospective LDT case, rather than the magnitude of the benefit that the recip- 
ient may gain from transplantation. Duties of beneficence to those in need of trans- 
plantation are thus trumped by obligations of nonmaleficence to potential donors. 
Evidence suggests this is consistent with the attitudes of clinicians, in particular sur- 
geons, who may struggle with the burdens of responsibility involved in facilitating a 
major intervention that may be perceived as harming the healthy for the sake of the 
sick (Tong et al. 2013). 

Harm to the donor is thus not considered a justifiable trade-off in return for 
improvements to the health of the recipient per se; in contrast to the more utilitarian 
framework of public health ethics, the separateness of persons is not overlooked in 
LDT ethics. In keeping with the traditional approach to clinical ethics, protecting and 
promoting the individual donor’s welfare and interests (“benefits”) are considered the 
primary duties of clinicians vis a vis prospective donors. In calculating the proportion- 
ality of potential benefits and risks of living donation, the potential benefits of trans- 
plantation for the intended recipient are effectively considered only in so far as they 
may be instrumental in producing benefits for the donor. The nature of risks and ben- 
efits that may be considered pertinent when determining whether a proposed LDT is 
ethically justifiable has also changed over time, as well as the relative value accorded to 
particular risks and benefits. While the immediate physical risks to the donor remain 
a primary concern, and the potential to save a life through transplantation is often a 
key priority, the longer term risks to donors both physically and psychosocially have 
assumed a greater importance together with the potential long-term psychosocial 
benefits of enabling a transplant - whether life-saving or not. 

Despite widespread emphasis on the need for confidence in the assessment of 
risks and benefits of donation, several gaps in knowledge of risks and benefits persist, 
in particular with regards to outcomes in donor populations resident outside North 
America and Europe (Reese et al. 2015), longer term (>1 year) outcomes for living liver 
donors (Dew et al. 2017), and psychosocial outcomes that may be of particular interest 
to donors (Hanson et al. 2018). 

Increasing awareness of the longer term impact of uninephrectomy on the health 
of LDs has fostered a renewed wave of caution with regards to living kidney dona- 
tion, particularly in the light of evidence indicating that donors are at a higher relative 
risk for renal failure (Maggiore et al. 2017). Risk stratification has revealed that some 
donors have a much higher risk than others (Lentine et al. 2016). Nephrologists and 
transplant surgeons commonly cite the risks of kidney donation as a primary concern, 
particularly when dealing with younger donors for whom risk evaluation is less certain 
(Tong et al. 2013; Steiner 2019). 
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Potential psychosocial burdens of living donation are also increasingly recognized 
as relevant considerations (Delmonico 2005; Barr et al. 2006), although there has been 
comparatively little research investigating the psychological and non-economic social 
impact of donation. Much of the research in this field has been conducted in America. 
Accordingly, there is little evidence-based guidance available to facilitate risk assess- 
ment of prospective donors in their local socioeconomic and cultural context, and 
psychosocial screening is neither standardized nor routinely performed even in high 
income countries (Anderson et al. 2007; Massey et al. 2018). Nevertheless, the results of 
American research provide valuable insights into ethical considerations of relevance 
around the world. For example, the impact of lost income experienced by American 
donors is likely to be exacerbated in the context of donors living in low income coun- 
tries in which even the basic protections of social welfare available in the United States 
may be lacking. 

LDs may suffer significant financial harms as a result of taking time off work to 
donate, and in some cases may be required to cover the costs of evaluation as a donor 
(Delmonico et al. 2015; Dew and Jacobs 2012; DiMartini et al. 2017). Their ability to 
access follow up care to protect against longer term health risks, particularly in the 
context of kidney donation, may be conditional upon their financial situation. Donors 
may also experience higher health insurance costs (Dew and Jacobs 2012; Dimartini 
et al 2017). In recent years efforts have been made to evaluate and address the finan- 
cial risks of donation in several high income countries, including Australia, the United 
States, and several European countries, for example through governmental programs 
providing paid leave for donors and coverage of costs associated with donation (Hays 
et al. 2016). 

Studies suggest that while donation generally has a positive psychosocial impact 
on donors, some donors may suffer from depression or anxiety, and donation may 
negatively impact on relationships with their recipient and/or family (Lentine et al. 
2019; Timmerman et al. 2016). Concern for the psychosocial risks of donation has pri- 
marily focused on those of unrelated donors for whom guidelines have been developed 
and for whom psychosocial screening is routinely performed (Dew et al. 2007). This 
may reflect assumptions that such donors may be more likely to have a psychological 
disorder and perhaps the belief that the potential benefits of donation are diminished 
in the absence of a close relationship between donors and recipients, thus entailing 
greater concern to ensure that psychosocial risks are minimized. 


2.2 Benefits and Interests 


The multifaceted potential benefits of donation for the LD herself are now well recog- 
nized. These may include the emotional and psychological benefits of helping others 
such as improved self-esteem, as well as the positive impact of transplantation on a 
relationship and/or family by greatly improving an individual’s health and/or preserv- 
ing their life (Leventine et al. 2017, Schulz et al. 2009; Erim et al. 2007, Clemens et 
al. 2006). Although the immediate stakes of living kidney donation decision-making 
may be less compelling in so far as the ethical imperative to save a life is concerned, 
LKDTs may offer significant advantages for recipients (and hence indirectly to donors) 
compared with transplants from deceased donors or dialysis, particularly when con- 
sidered in the longer term. The relative benefits of living compared with deceased 
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donor kidney transplants may be somewhat overstated, as it is often those who are 
in better health and socioeconomically advantaged who are able to access a LDT and 
avoid time on dialysis that may undermine their health in the longer term (Schold et 
al. 2018). However compared with dialysis, LKDTs generally provide far better health 
and psychosocial outcomes for most people with ESKD. In addition to survival gains, 
quality of life is greater and costs of ongoing care are lower. LD liver transplants also 
presently offer health advantages for recipients when compared with deceased donor 
transplants (Montenovo et al. 2019). Improved health may enable recipients to assume 
roles within the family that are beneficial to the donor, for example by returning to 
work and/or being able to fulfill parenting duties and so on. 

A key benefit of kidney or liver donation is also the avoidance of what may reason- 
ably be assumed a significant harm to most prospective donors, namely the death of a 
loved one or their continued reliance on dialysis. Very little is known of the potential 
risks of declining a prospective LD candidate, although recent research suggests some 
declined donor candidates may suffer psychosocial harm (Jennings et al. 2013; Reese et 
al. 2018). It is conceivable that in some cases, the potential negative impact of missing 
the opportunity to preserve the life of a loved one may cause greater harm in the longer 
term than would have occurred if a higher risk donor had been permitted to proceed. 
Such risks may include guilt at failure to be approved, or anger or regret that they were 
denied the opportunity to donate (Allen et al. 2014; Jennings et al. 2013). 


2.3 Risks and Benefits in the Context of Relationships 


Many of the psychosocial risks and benefits described above are largely premised on the 
assumption of a close relationship between the LD and the transplant recipient. Early 
donors were usually identical twins, and then parents of children, due to the need for 
close genetic matching and the belief that for parents or twins the loss of a child or twin 
was a sufficiently great harm to balance the potential risks of donation. Spouses were 
soon accepted as donors, and over time, in addition to biologically related donors and 
spousal donors, acceptance of so-called “emotionally related” donation has emerged 
which includes more distant familial relationships, friends and even social acquain- 
tances in some transplant programs (Spital 2000). The depth and nature of relation- 
ships between prospective donors and recipients have implications for the assessment 
of risks and benefits as well as the voluntariness of donation. Closer relationships may 
offer more benefits to the donor as the positive impact of transplantation on recipient 
health can improve the donor’s own life and family wellbeing. The intimacy of a loving 
relationship between donor and recipient also means the harm avoided when trans- 
plantation prevents loss of life is proportionately greater (Van Pilsum Rasmussen et al. 
2017). Closer relationships may also reduce concerns that the motivation for donation 
may be due to problematic factors such as a coercive influence, or desire for personal 
fame or emotional reward from the recipient as it is often discussed in unspecified liv- 
ing organ donation (see chapter 8 in this book). On the other hand, closer relationships 
may also be coercive with multiple ties binding the donor to a potential recipient such 
that they feel they have no option but to donate to preserve the breadwinner of a family 
or under pressure from other relatives (Wéhlke 2017). 
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3. Consent for Donation Decision-Making 


Considerable attention has been given to concerns regarding the validity of consent 
to become a LD. Several factors may be considered to undermine the quality of pro- 
spective donor decision-making and/or the validity of their consent, which requires 
the donor to be competent to make a decision, sufficiently informed, and able to make 
a voluntary decision free of coercion, deception or manipulation. As noted above, the 
limited availability of robust evidence regarding longer term risks and benefits of 
donation — as well as those associated with a decision not to donate — may under- 
mine the ability of prospective donors to make a fully informed decision. Living kidney 
donation might ideally be deferred, for example, until prospective donors are mid- 
dle aged, to enable a more accurate assessment of their lifetime risk of renal disease 
(Steiner 2019). Nevertheless, ethical concerns about consent for donation predomi- 
nantly focus on questions of competency and voluntariness. 


3.1 Competency to Consent 


Arguably, many prospective donors might lack the ability to make a fully rational and 
considered decision about donation. Faced with a loved one’s need for transplantation, 
many donors have reported making an impulsive decision to donate prior to receipt 
and processing of relevant information about donation (Papachristou et al. 2010). 
Concerns that internal or self-imposed pressures to donate are unduly influencing 
decision-making or undermining the quality of decision-making are in part addressed 
by strategies such as rigorous psychosocial evaluation, use of ‘cooling off periods for 
decision-making and of LD advocates (ibid.; Gordon et al. 2015). 

Potential donors who may have limited decision-making capacity - as the term 
generally applies to medical decision-making — include children or adolescents below 
the legal age of majority and individuals with cognitive impairments or mental illness 
that may temporarily or permanently undermine their ability to weigh the relevant 
information and form an enduring decision about donation in accordance with their 
own values, beliefs and preferences. In some countries, legal minors or adults lacking 
legal competency to make their own decisions are excluded from living donation pro- 
grams (Thys et al. 2013; Thys et al. 2016). In others, they may be permitted to donate if 
judged competent to consent to donation, or if they assent to a donation that has been 
authorised by their legal guardian (ibid). In its Guiding Principles on Human Cell, Tissue 
and Organ Transplantation, the World Health Organization (WHO) notes that where 
donation by a legally incompetent person is legally permitted, “Specific measures 
should be in place to protect” the donor (Sixty-Third World Health Assembly 2010: 
8). The WHO suggests that such donations should only occur in exceptional circum- 
stances (ibid.: 9). 


3.2 Voluntariness in the Context of Donor Relationships 


Concerns relating to the decision-making capacity of a prospective donor are often 
intertwined with concerns regarding voluntariness; understandably, those who may 
lack decision-making capacity are often at the greatest risk of exploitation or coercion 
(Van Assche et al. 2014). Biller-Andorno (2011) notes that a donor’s autonomy may be 
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under threat if there is coercion, or pressure intentionally exerted by others to compel 
a donation decision, but also by virtue of the fact that autonomy and decision-mak- 
ing are inherently relational. Family members or close friends, for example, may often 
influence and inform important decisions that individuals make, particularly when 
they have a shared interest in the decision being made (Verkerk et al. 2015) as is the 
case in living donation (Wohlke 2017). In the context of related donation, concerns 
regarding potential conflicts of interest in decision-making may be difficult to address 
without isolating the prospective donor from the customary supports they would have 
when making important decisions in their lives. Baylis et al. observe that “rather than 
pretending that individuals can make decisions ‘free’ of outside influences, relational 
autonomy encourages us to pay close attention to the types of forces that may shape 
an individual’s decisions” (2008: 202). Thus Biller-Andorno (2011) argues that under- 
standing the many factors that may undermine donor autonomy and assessing these 
effectively during evaluation of prospective donors is essential, as is implementation 
of safeguards to protect the donor from undue influence and to ensure their freedom 
to refuse donation. Accordingly, independent donor advocates are recommended in 
the United States to help ensure that donors are making a competent and voluntary 
decision (Hays et al. 2015). Other strategies that may be implemented to protect the 
autonomy of prospective donors include provision of a medical “alibi” that may be used 
as a reason for donation to be declined instead of disclosing the prospective donor’s 
refusal to donate (Thiessen et al. 2015b). 

In some countries, concerns about external coercion of prospective donors rather 
than internal factors or impaired decision-making capacity may predominate. Famil- 
ial or sociocultural hierarchies and values in some communities may directly or indi- 
rectly exert pressure on individuals to donate. For example, women may be expected 
to donate for the benefit of spouses, children or male siblings because of their per- 
ceived role as a caregiver or lower instrumental value to the family (Scheper-Hughes 
2007). Gender disparities in rates of living kidney donation and transplantation are 
well described, although higher rates of female donation and lower rates of LKDTs in 
females in some countries are not wholly attributable to gender norms or bias influ- 
encing consent or even donor selection (Carrero et al 2018; Gill et al 2018). In other 
contexts, concerns about the voluntariness of donation may focus on risk factors for 
human trafficking, particularly in countries with large economically vulnerable popu- 
lations such as India or Pakistan (see chapter 11). The socioeconomic status of prospec- 
tive donors, and the comparative status of their intended recipient, for example, may 
indicate potentially coercive relationships, irrespective of potential familial or social 
relationships. Prospective donors and recipients who travel abroad for transplantation 
despite the existence of programs in their own country may also raise suspicion of 
human trafficking for the purpose of organ removal (Dominguez-Gil et al. 2018). 


4. Paternalism 


While greater efforts to detect and prevent coercion and to optimize the quality of 
informed and voluntary decision-making by prospective donors are needed, concerns 
regarding the autonomy of donation decision-making are likely to persist. To some 
extent, these concerns reflect the habitual challenges of decision-making in health 
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care more generally; often patients are required to select from a limited range of 
imperfect options for treatment of serious conditions, each with risks and potential 
benefits that may be difficult to assess. The ethical stakes of donation decision-mak- 
ing however, may be considered greater, given the greater potential for conflicts of 
interest that may influence decision-making and the fundamental problem that any 
donation imposes some degree of physical risk to the donor that cannot be offset by 
the usual justification that intervention of some kind may be therapeutically neces- 
sary, as is the case for an ordinary patient. Unsurprisingly, questions regarding the 
autonomy of a prospective donor’s decision may therefore be used to justify a degree 
of paternalism that may be considered unacceptable in the normal setting of health 
care decision-making. 


4.1 Acceptance of Risk is a Right of Competent Persons in Health Care 


Respect for autonomy has widely assumed a primary position in ethical decision-mak- 
ing in clinical practice. When an adult is ill or injured, if she is deemed competent to 
make informed decisions for herself, then she is permitted to refuse even life-saving 
treatment, and to choose between available options in accordance with her own values, 
beliefs and preferences. When more than one treatment option is available, the compe- 
tent patient herself is usually considered best placed to evaluate the potential risks and 
benefits in the context of their own life, particularly as these usually entail qualitative 
judgements and personal preferences regarding the assumption of risk. It is the place 
of health professionals to support such decision-making, and to identify the options 
that should be considered. For example, interventions that are deemed to have no evi- 
dence base for success in a particular case may be considered futile and are hence not 
offered — particularly if they have associated risks or costs. Although some procedures 
may offer uncertain benefits, have a relatively low probability of success, and/or carry 
significant risks, these are often still presented as options, particularly in the absence 
of alternatives with a better risk-benefit profile or when they offer a chance — however 
small - of restoring vital functions or prolonging life. Thus, people may undergo exper- 
imental cancer treatments or risky surgical procedures in life or death situations. 


4.2 Clinician Involvement in the Setting of Risk Thresholds for Donation 


While clinicians play a leading role in determining the range of therapeutic options 
that may reasonably be offered to a patient, there appears to be greater scope for clini- 
cians to apply their own value judgements regarding proportionality of risks and ben- 
efits for a prospective LD. This is significant given research indicating that transplant 
professionals are more risk averse that prospective LDs (Young et al. 2008). Spital 
(2004:107) observes that, “it is the potential donor herself who is best able to determine 
if the expected benefits are worth the risks. On the other hand, physicians must make 
their own assessments, and they should never be forced to perform a procedure that 
they think will do more harm than good.” 

Thus, whereas patients are routinely permitted to undergo invasive procedures 
with high risk of short and/or long term harms in the hope of achieving a therapeu- 
tic benefit, prospective donors may be declined with an equivalent or more favorable 
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risk-benefit profile simply because the clinical benefit will accrue to the transplant 
recipient rather than the donor herself. 

In defining the limits of acceptable risk for living donation, there is general con- 
sensus that donation should not be likely to cause the death of the donor. Further, the 
anticipated gain in health for the recipient should be greater than the anticipated loss 
of health for the donor. (Authors for the live organ donor consensus group 2000: 2924) 

Despite such principles, and frequent references to the importance of benefits for 
the donor outweighing the risks, there is considerable scope for disagreement regard- 
ing the proportionality of risks and benefits that would fall within the “reasonable” 
range considered acceptable by clinicians. Donors who lack life time health insurance 
are frequently accepted in some countries, such as the Philippines or India, despite the 
risk they may be unable to access long term follow up care in the event of complica- 
tions, whereas such coverage is a necessary condition for donation in others. In South 
Korea, adolescents are not infrequently accepted as living liver donors from the age of 
16 (if donating to a parent), (Hwang et al 2006) whereas this is considered unaccept- 
able in European countries (Thys et al. 2016). There is evidence of considerable vari- 
ation in practice across transplant programs, even within countries, with regards to 
criteria used to evaluate donor risk and determine when to exclude prospective donors 
(Gabolde et al. 2001; Rodrigue et al. 2007; Thiessen et al. 2015a). 

Variation in guidelines and practice around the world and within countries is to 
be expected, given risks and potential benefits of living donation will be influenced 
not only by factors specific to particular donor and recipient populations but also by 
factors specific to the local health care context. The level of experience and expertise 
within specific transplant programs may, for example, influence the risk of surgical 
complications for particular procedures. Nevertheless, clinician assessments of pro- 
portionality in risks and benefits may be subject to cognitive biases, personal values 
and beliefs, and/or conflicts of interest that may influence their acceptance or refusal 
of potential donors. Financial interests might, for example encourage the acceptance 
of higher risk donors in order to enable lucrative transplants to be performed, or alter- 
natively encourage risk avoidance for fear of impairing quality indicators associated 
with clinician or institutional reputations. 


4.3 Balancing Patient Autonomy and Moral Agency of Transplant Professionals 


Thiessen and colleagues (2015a: 2315) advocate a donor-centered approach to risk 
assessment that would give greater weight to prospective donor values and preferences 
when dealing with “discretionary donors”, that is, “medically complex” donors with a 
slightly higher level of risk who nevertheless wish to proceed with donation despite 
potential disagreement regarding the acceptability of risk from clinicians. While help- 
ful in resolving some potential conflicts between respect for donor autonomy and the 
clinician’s duty of nonmaleficence, this approach is unlikely to resolve all disagree- 
ments between prospective donors and clinicians regarding acceptable risk thresholds 
or proportionality of risks and benefits. In such cases, several authors have defended 
the clinician’s right to decline a donor. (Authors for the live organ donor consensus 
group 2000: 2925) Ross and Thistlethwaite argue that to proceed otherwise would be 
unethical: “the members of the transplant team are moral agents who must concur that 
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the risks and benefit: risk to both parties individually and jointly is reasonable or they 
should refuse to proceed with performing the living donor surgery” (2018: 844). 

In such cases, however, how might the risks of undue paternalism or bias in clini- 
cal risk assessment for prospective donors — and their intended transplant recipients 
- be managed? Paternalistic decision-making is most likely to affect populations that 
already suffer from exclusion and poorer health outcomes in the setting of donation 
and transplantation. For example, African Americans and Indigenous prospective 
donors are more likely to have a higher risk profile, and their intended recipients are 
also more likely to miss out on deceased donor transplants (Reese et al. 2015). Reluc- 
tance to accept donors from these populations may have a significant impact on equity 
in transplantation. 

One partial solution is to promote transparency in clinical decision-making and 
routine reporting of outcomes of prospective donor assessment, to enable evaluation 
of transplant center decision-making. Alternatively, one might treat such cases as a 
form of conscientious objection by health professionals. The right of conscientious 
objection allows clinicians to refuse to provide a clinical intervention that is legal and 
would be considered clinically appropriate by professional peers, on the grounds that 
providing such an intervention would violate the clinician’s personal moral values and 
beliefs. At least some decisions to decline a prospective donor on the grounds that the 
expected risks of donation are disproportionate should be recognized as reflecting a 
clinician’s personal judgment that to proceed with donation would be ethically unjus- 
tified, whereas another clinician may find the risk-benefit ratio within the range of 
reasonable options to be chosen at the discretion of prospective donors. 

The controversial right to conscientious objection is often deemed conditional, in 
order to minimize inequities in access to care for patients and to prevent serious harm 
to patients. For example the right may not be exercised in an emergency setting when 
refusal of treatment would endanger the patient, and it may be associated with an obli- 
gation to inform the patient of alternative opportunities to receive the intervention 
in question, if not refer the patient to a clinician willing to provide the intervention. 
If disagreements regarding acceptable risk thresholds and proportionality of risks 
and benefits are regarded as a matter of conflicting ethical values rather than tension 
between the autonomy of prospective donors and that of clinicians, this may facili- 
tate a more constructive response in the event of some decisions to decline prospec- 
tive donors. Clinicians or transplant centers might be encouraged to refer donors to 
alternative care providers for a new assessment, for example, rather than treating an 
assessment as a conclusive judgment regarding donor suitability. 


5. Conclusion 


The perennial issues of proportionality in risks and benefits of donation and limits of 
prospective donor autonomy are regularly invigorated by the emergence of novel pro- 
cedures and policies, and experimentation by clinicians willing to test the boundaries 
of accepted practice. Various populations of ‘marginal risk’ donors and recipients, such 
as those of older age (see chapter 12 in this book), have gradually become established 
in some settings. Most recently, an HIV-positive woman donated part of her liver to 
her daughter, in a transplant justified on the grounds of life-saving necessity given 
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that the child had no prospect of receiving a suitable organ from a deceased donor or 
from an HIV-negative LD (Botha et al. 2018). Specific types and novel forms of directed 
living donation, such as paired kidney exchanges, transorgan paired exchanges and 
advanced donation programs have also presented new ethical dilemmas, or significant 
variations on longstanding ethical concerns (Kranenburg et al. 2004; Fortin 2013; Sam- 
stein et al. 2018; Martin/Danovitch 2017). 

The field of living organ donation situates familiar ethical dilemmas of clinical 
practice, namely tensions between physician duties of beneficence and nonmalefi- 
cence and respect for patient autonomy, in a particularly challenging context. The phy- 
sician customarily has the comfort of therapeutic necessity when performing a poten- 
tially harmful procedure on a patient. In living donation, exposing the healthy donor 
to harm requires a significant shift in the framing and evaluation of risks and benefits 
of clinical interventions. In this context, the duty of beneficence is perhaps best under- 
stood not as an obligation to address a deficit in the patient-donor’s health status, but 
rather to help them to address an actual or foreseeable deficit in their broader well-be- 
ing, or simply to enhance their wellbeing by enabling them to fulfil a personal goal of 
donation. This approach is not, in theory, dissimilar from ethical decision-making in 
clinical practice in the non-transplant context. Determining whether an intervention 
is in the best interests of a patient requires careful attention not only to their physi- 
cal or psychological health but also to their complex and varied life goals, values and 
preferences which are shaped by interpersonal relationships, experiences and broader 
interests. 

As more information emerges regarding LD risks and potential benefits in partic- 
ular populations and contexts, and new practices are introduced that challenge the 
values we place on specific types of risks and benefits and disrupt traditional frame- 
works for decision-making and consent, ethical analysis of LDT should provide ongo- 
ing opportunities for reflection on the ethical standards we apply in clinical practice 
more generally. As we question, for example, the limits of physician paternalism in 
LDT, we should be prompted to explore potential paternalism in other contexts. Is 
it possible that similar values and concerns influence - explicitly or not — the range 
of therapeutic options deemed ‘reasonable’ for patients in other contexts? Research 
investigating living organ donation sheds invaluable light on the relational nature of 
individual autonomy and of benefits and harms, and on the way that broader socioeco- 
nomic and cultural factors may shape — both positively and negatively - opportunities 
for health care and health outcomes. Rather than challenging the ethical values and 
principles that are espoused in health care policy and practice, LDTs should challenge 
us to think critically about the way these values and principles are applied in practice 
across our health care systems. 
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8. Unspecified Living Organ Donation 
A Challenge to the Duty to ‘First Do No Harm’ 


Heather Draper & Greg Moorlock 


1. Introduction 


In this chapter, we will discuss ethical issues associated with unspecified living organ 
donation. We start by providing some background information about the practice, 
and explaining how it differs from other forms of donation. We then focus in detail 
on how the medical ethical principle of ‘first do no harm’ operates within this context, 
and consider whether unspecified living organ donation falls foul of this principle. 
In the final section, we explore whether, given the preceding discussion, facilitating 
unspecified living organ donation is broadly consistent with the aims and values of the 
medical profession. 


2. Background 


Most living organ donations occur within the context of existing relationships, nor- 
mally between family members or close friends (see also chapter 7 in this book). In the 
early days of transplantation, there was little option but to use family members, as 
close genetic relatedness was required in order for transplants to be successful. Sub- 
sequent developments have, however, reduced the need for this, thereby expanding 
the pool of potential donors for any recipient. In the majority of living donations, the 
recipient is specified by the donor: the whole point of the donation is that the organ 
goes to this specific recipient, who the donor particularly wants to help. In recent years, 
however, there has been a significant number of unspecified living donors. These are 
people who are motivated to help someone in need of the organ’ they are willing to 
donate, but they do not choose or specify who this is. For this reason, this type of dona- 
tion has also been known variously as ‘altruistic’, ‘Samaritan’ or ‘stranger’ donation 
but can be referred to more precisely as non-directed altruistic or unspecified living 
donation. We will use the term ‘unspecified donation’ going forward, as this appears 
to be the current preferred terminology (Dor et al. 2011). In principle, living donation 


1 We refer to ‘organ’ throughout, but this should be taken to include ‘partial organ’, as living donors can 
also donate part of their liver or lung. 
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- and therefore unspecified donation - could include the survivable donation of any 
organ: single kidney, liver lobe, lung lobe, uterus and even a testicle or ovary. The latter 
two options raise particular ethical and legal issues with respect to genetic relatedness 
and procreation and are still experimental so we will not discuss them further in this 
chapter. We will also not discuss blood, skin and other tissue donation. 


2.1 What Can Be Donated? 


The most common living donation is donation of a single kidney. This is perhaps 
because it is regarded as a relatively low risk procedure and a near normal level of renal 
function can be achieved for the donor with their single remaining kidney. Addition- 
ally, kidney patients make up the majority of transplant waiting lists so demandis high. 
Although donating a kidney is considered to be low risk in medical terms, the process 
does involve some negative effects for the donor. The risk of death as a consequence of 
donating a kidney is approximately 3 in 10.000 (Lentine/Patel 2012), and around three 
per cent of donors experience major perioperative complications (Lentine et al. 2019). 
Although it used to be thought that donating a kidney did not increase a donor’s risk 
of developing end stage kidney disease themselves, recent and more nuanced analysis 
has suggested that donating a kidney is linked to a small but significant increase in 
risk of developing end stage kidney disease later in life (Mjgen et al. 2014; Muzaale et al. 
2014). Although all of these risks are relatively low and broadly considered to be within 
the realms of acceptability according to the transplant community, they are nonethe- 
less risks that the person would not have faced but for their donation. 

Numbers of unspecified donors are much lower than other types of living donor. In 
the United Kingdom in 2018-2019, there were 62 unspecified kidney donations (com- 
pared to 872 specified living donations) (NHS Blood and Transplant 2019: 2). Although 
kidneys are the most common organ donated via living donation, other organs can 
potentially be donated. Living liver donation is rarer than kidney donation, and entails 
the complete removal of one of the liver lobes - usually the smaller, left lobe. Although 
the liver is a remarkable organ, capable of significant regeneration, living donation of 
a liver lobe is a much more serious and risky procedure than kidney donation. Risk of 
donor mortality following liver donation ranges from 1 in 250 to 1 in 500 (Winder/Fon- 
tana 2019), and there is a 15-25 per cent risk of complications, which is even higher if 
the donation is adult-to-adult (approximately 40 per cent) (Dew et al. 2016). Donors can 
expect significant postoperative pain (Winder/Fontana 2019), and around a third of liv- 
ing liver donors report “lingering physical symptoms” (Dew et al. 2016: 881): despite this, 
few donors regret donating. Donation of a liver lobe can therefore come at a higher cost 
than kidney donation, but is still permitted via unspecified donation. Costlier still is 
the donation of alung lobe, which occurs only very rarely and requires two donors, one 
giving the lower right lobe and the other the lower left lobe. No deaths have occurred 
in recent studies examining the risks of these donations, although risk of complica- 
tions was fairly high. 19.8 per cent of donors in one study experienced complications 
(Bowdish et al. 2004), while another study found the risk of serious complications to 
be around 18 per cent (Yusen et al. 2014). Because lungs are not regenerative organs, 
lung capacity is permanently lost: one study suggests that the loss may not be as great 
as anticipated, with donors recovering around 90 per cent of their pre-donation lung 
function (Chen et al. 2011). We are not aware of any unspecified lung donors. Living 
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uterus donation forms the backbone of the uterus transplant research programme in 
Sweden (Brännström 2015; see also chapter 15 in this book). This arguably represents a 
significant extension of living donation practice, as the main aim of uterus donation is 
not to extend life or restore health as such, but rather to enable the recipient to expe- 
rience pregnancy. Here, although the surgery is more complex and takes longer, the 
risks to the donor are similar to those associated with a radical hysterectomy, which 
include haemorrhage, infections of the wound site, pelvis and urinary tract, as well as 
potential for bladder or intestinal injury (Kisu et al. 2013). 


2.2 Legal and Regulatory Context 


The practice of living donation is widely considered to be acceptable, and norms such 
as the requirement of freely given informed consent, screening for physical or psy- 
chosocial contraindications, and availability of long-term medical follow-up are well 
established parts of the ethical and regulatory framework (Ethics Committee of the 
Transplantation Society 2004: 491; Council of Europe Committee of Ministers 2008). 
Despite widespread acceptance of living donation, unspecified donation appears to 
be less well accommodated. Although many European countries (including Spain, 
Italy, and Austria, for examples) do not place restrictions on the types of relationships 
between donor/recipient that render living donation permissible, thereby potentially 
permitting unspecified donation, such donations are performed rarely (Lopp 2013). 
The United Kingdom and The Netherlands, along with the United States of America, 
are responsible for the majority of unspecified living donations world-wide (if trade 
in living-donor organs (legal and illegal) is excluded.’ In this chapter, we will refer to 
unspecified donation within the context of the system we understand best, namely 
that operating in England within the National Health Service (NHS). The UK is com- 
prised of several devolved and partly autonomous governments. Legislation, particu- 
larly in relation to organ donation and transplantation differs slightly between these 
regions. Organ donation and transplantation in England is governed by the Human 
Tissue Act 2004. These practices are regulated by the Human Tissue Authority with ser- 
vices run by NHS Blood and Transplant (NHSBT) and delivered in local NHS Trusts (one 
or more hospitals under a single administration). 

Living organ donation is legal in England if the conditions imposed by the Human 
Tissue Act are met, otherwise it is an offense (which covers both the removal and use 
of organs) that is punishable by imprisonment and fines. These legal requirements are 
that the donor must give written and signed consent (witnessed by one person) and 
thus must have capacity to consent, and must not receive/solicit any reward. The reg- 
ulator requires all living donors to be independently counselled prior to donation, by 
personnel it trains, in order to be satisfied that these conditions have been met, and 
that the donor has capacity, properly understands the procedure and its associated 
risks and consequences, and is not being coerced or otherwise pressured into donat- 
ing. Until fairly recently, the regulator also required unspecified living donors to 
receive an independent mental health assessment. Although this formal requirement 
has been dropped, the British Transplantation Society and NHSBT both recommend 
that psychological testing continues (British Transplantation Society 2018: 43). These 


2 Iran isthe only country that permits organ sales, and has a centrally organised system to facilitate this. 
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‘screening’ processes are in addition to careful medical screening, the aim of which is 
to ensure that the donor is able to withstand surgery and is at an acceptably low risk of 
both short and longer term negative outcomes of donation. 

Not only is unspecified living donation legal in the UK, one of the goals of NHSBT 
is to increase the numbers of those donating kidneys in this way (NHSBT 2014: 3). This 
has been echoed by recommendations from the Ethical, Legal and Psychosocial Aspects 
of Transplantation (ELPAT) group of the European Society of Transplantation (Burnapp 
et al. 2019). The benefits of unspecified donations go beyond just the number of organs 
from unspecified donors. Such donations can also be used to commence chains of 
donations and transplants via paired/pooled donations, and this is now the preferred 
use for unspecified living kidney donation in the UK. Chains occur when someone 
needing a transplant has identified someone who would be willing to donate to them, 
but their chosen donor is not a suitable match for them. If other donor/recipient pairs 
are in similar positions, it can be possible to organise things so that the donor from 
Pair one donates to a recipient in Pair two, and the donor in Pair two donates to a 
recipient in Pair three and so on. Long chains of donors and recipients can be cre- 
ated, but they sometimes require the introduction of a single unspecified donation to 
kick-start this process. A single unspecified donation can therefore make many more 
transplants possible. Despite this, those involved in the delivery of transplant services 
seem to have mixed views about the ethical acceptability of unspecified donation, 
which clearly remains controversial as far as much of Europe is concerned. We will 
now explore some of the ethical challenges presented by unspecified living donation 
and consider why the practice has not been universally embraced. 


3. Ethical Challenges Raised by Unspecified Living Donation 


3.1 First Do No Harm 


It is often said that the first principle of medical ethics is ‘primum non nocere — first 
do no harm (see also chapter 7 in this book). Although the precise interpretation of 
this principle is open to debate, it is clearly reasonable to think that doctors should 
try to avoid harming their patients. All forms of living donation superficially appear 
to contravene this principle, since donation entails invasive surgery and the loss of a 
healthy body part. Obviously, many forms of surgery entail similar harms and the risk 
of further harm: at the very least, invasive surgery involves the risks associated with 
anaesthetic, and recovery is likely to entail pain, however well managed, and analge- 
sics also have side-effects. ‘First do no harm’ is, however, not regarded as an absolute 
principle, rather it is a prima facie obligation that must be weighed against other rel- 
evant considerations. Ordinarily, the harms of surgery are thought to be outweighed 
by the anticipated benefits of surgery when it is performed in response to disease or 
other abnormality. Removing a tumour, for example, can present complex risks and 
harms for a patient, but by the end of the surgery the tumour will hopefully have been 
successfully removed thereby alleviating risks of other harms. The harms of surgery 
are therefore regarded as unavoidable side-effects that are necessary to achieve the 
intended benefit for the patient. In normal practice, potential side-effects are bal- 
anced against anticipated benefits and provided the benefits outweigh the harms, ‘first 
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do no harm’ is not regarded as compromised because it would be more harmful for the 
patient if no action were taken. 


3.2 First Do No Harm and Specified Living Donation 


In the case of living donation, a similar approach to justifying the process has been 
applied, but is made more complex in light of a fundamental but uncomfortable truth: 
there is no clinical reason to operate on a healthy living person and remove a healthy 
organ from their body (see also chapter 7 in this book). In order to justify living dona- 
tion, the outweighing benefits to the donor therefore must be defined somewhat 
differently, and more broadly, to include benefits that could arguably be considered 
non-medical (where ‘medical’ is defined in a fairly narrow sense). In the case of liv- 
ing-related donation, some benefits to the recipient (e.g. extended life or quality of 
life) are thought to also accrue to the donor by virtue of their relationship with the 
recipient: the donor’s life is improved by having their family member or friend return 
to better health. The closer the relationship, the greater these benefits are thought to 
be, particularly if the recipient is in peril. In a more formal sense, the interests of the 
recipient are entangled with the interests of the donor, so furthering the former also 
serves to further the latter. ‘First do no harm’ is satisfied if we assume that the donor 
arguably faces a greater harm if the donation does not proceed (e.g. the significant dis- 
tress caused by bereavement or the shared distress of the intended recipient’s highly 
constrained life). Insisting on a favourable balance of harms and benefits sets some 
limits on what is acceptable: for instance, no matter the pain resulting from the death 
ofachild, a parent would not be permitted to donate their heart to save that child’s life. 
Equally, and perhaps more realistically, a parent is unlikely to be accepted as a living 
kidney donor more than once (although some have argued that this should be accepted 
(Bailey/Huxtable 2016), though a parent has in the past donated both a kidney and a 
liver lobe. Medical screening of potential donors is used to assess the potential risks/ 
harms, and where more than one person volunteers the least risky donor may be pre- 
ferred, other things being equal. 

Although it seems entirely reasonable to think that donors obtain benefit from 
donating to relatives or friends, quantitative evidence for nonmedical benefits that 
outweigh known harms and projected risks is somewhat elusive. Maple et al. (2017) 
found no improvement in psychosocial outcomes post donation, leading them to 
acknowledge that they were not able to demonstrate measurable benefit (twelve 
months post-surgery), even though the majority of respondents still felt positively 
about their donation. Maple et al. conclude, that although there was no measurable 
benefit, the unchanged outcome scores suggested that respondents were, at least, not 
harmed; 10.7 per cent are, however reported as regretting the decision. Other research 
has suggested that quality of life decreased following living kidney donation (Chien 
et al. 2010), and another study highlights the emotional cost of donation (Smith et al. 
2004). Evidence of this nature could suggest that the benefits to donors from living 
donation are overstated, or alternatively perhaps that the qualitative benefits that are 
frequently described by donors are just difficult to capture quantitatively using exist- 
ing survey tools. 

It is worth noting that the factoring of psychosocial benefits into risk/benefit cal- 
culations has occurred somewhat inconsistently over the history of transplantation. 
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For instance, Van Pilsum Rasmussen et al. state that “[f]rom its outset, the transplant 
community has dismissed any potential benefits to the donor in live donor trans- 
plantation” (2017: 2567), and altruism (understood broadly as being motivated to act 
by a selfless desire to help others) has always played a central role in justifying dona- 
tion practice. There are now, however, increasing moves to expand consideration of 
richer accounts of benefits (ibid) (and the avoidance of other harms (Allen et al. 2014). 
Although precisely specifying and measuring these broader benefits (and avoidance of 
counterfactual harms) may be challenging, for our purposes here, we need only posit 
that in some cases where donor and recipient are in a close relationship, the donor is 
likely to accrue some meaningful benefit from their donation, and that this can out- 
weigh the downsides of donation and thereby justify the process.’ 


3.3 First Do No Harm and Unspecified Living Donation 


Unspecified living donation poses a greater challenge to ‘first do no harm’ because the 
donor and recipient have no existing relationship through which the recipient benefits 
may be shared. Given the ordinarily anonymous nature of unspecified donation, no 
future relationship is anticipated. Even ifthe harms to the donor are outweighed by the 
benefits to the recipient, the donor is physically harmed without deriving any obvious 
physical or recipient-originating benefit themselves. In the early days of unspecified 
donation, the lack of obvious benefit prompted speculation about the motivations or 
mental health of those who wanted to become unspecified donors. Given that donating 
an organ comes at a physical cost involving discomfort, pain and risk, some people 
thought that a willingness to go through this process for little or no benefit to oneself 
was more likely to indicate personality disorders or more worrying motivations than 
a purely altruistic disposition. Research on the motivations of unspecified donors has 
made clear that these concerns were largely misplaced, however, and that some people 
do simply want to help others who are in dire need (Clarke et al. 2013). 

There are two ways that the issue of ‘first do no harm’ could be addressed in the 
context of unspecified donation: 


i. Include consideration of other benefits into the calculations of risks/benefit, to 
produce a favourable balance. 

ii. Accept that unspecified donation does cause some harm to the donor, but that this 
is normally an acceptable level of harm that an autonomous person can voluntarily 
consent to, and that frustrating a person’s autonomous wishes can itself cause 
harm. 


3.4 Including Other Considerations in Risk/Benefit Calculations 
In order to justify unspecified donation, the notion of benefit could perhaps be 


extended to include some kind of specific but abstract moral benefit that accrues to 
the donor for, at some personal cost, doing a good deed for the recipient. Although it 


3 There is further debate about whether donors must themselves receive overall benefit in order to 
living donation to be justified, or whether it is sufficient for donor and recipient benefit to outweigh 
harms when combined (Williams 2018: 11). 
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is no longer the preferred terminology, unspecified donation was for a long period of 
time also known as ‘altruistic donation’. Altruism is an elusive concept to pin down 
with precision philosophically and is used inconsistently in relation to organ donation 
(Moorlock et al. 2014), but within this context can be understood to broadly mean being 
motivated by the interests of others to act selflessly. Performing altruistic acts is gen- 
erally considered to be a good and praiseworthy thing to do, and this seems especially 
true when that act is potentially life-saving. We normally laud altruistic life-saving 
acts as heroic, especially when there is a cost to the agent or significant risks involved, 
and living organ donation would seem to fall into this category. The argument here 
must go that acting heroically, or more generally altruistically, is either intrinsically 
beneficial to the agent (it is intrinsically good for that agent to do good things), and/or 
that it results in some psychological ‘warm glow’ that is instrumentally good for the 
agent. An obvious issue arises here though: if acting altruistically is considered to be 
of benefit to an agent, especially if the permissibility or possibility of the action hinges 
upon the existence of this benefit, then one may wonder whether the action is really 
correctly characterised as altruistic since the agent stands to foreseeably benefit from 
it. Itis also difficult to see how evidence for this type of benefit can be collected because 
it is challenging to imagine how it can be isolated and measured or a reliable proxy 
measure identified. Moreover, it is very difficult to see how abstract ‘moral benefit’ 
could be weighed against physical harm. In terms of less abstract benefits, one study 
found similar post-operative psychosocial measures for specified and unspecified liv- 
ing kidney donors, and that both groups felt good about themselves, though neither 
reported any increase in their sense of self-esteem, and levels of regret were also simi- 
lar (Maple et al. 2014). Given that there is actually little evidence to suggest measurable 
benefit to specified donors, the lack of difference in post-operative psychosocial mea- 
sures between specified and unspecified donors could merely suggest that measurable 
benefit for unspecified donors is also questionable. On a theoretical level, moreover, to 
outweigh the harms incurred, account also needs to be taken of other ways of doing 
good (deriving similar benefit) that would not generate these harms. In normal med- 
ical treatment, if one treatment option offered a more favourable balance of risks and 
benefits than another, other things being equal, the option with the more favourable 
balance should be preferred. And just as there may be more than one way to treat a 
medical condition, there are other ways to be altruistic. Relatively small donations to 
carefully selected charities can accrue significant benefit to others, which might allow 
a person to achieve the ‘warm glow’ of acting altruistically without having to undergo 
significant surgery. The harms, in this respect, are not unavoidable side-effects of vir- 
tuous behaviour in general, but rather just of this virtuous act of kidney donation in 
particular. It has been suggested elsewhere that excessive altruism should not nec- 
essarily be considered virtuous, and that it may be better characterised as intrinsi- 
cally bad in some situations of organ donation (Saunders 2018). A further issue with 
reliance on altruism to do work in justifying the acceptability of unspecified donation 
is that people’s motivations for wishing to donate may be multi-faceted and complex. 
Determining with confidence whether someone is truly motivated by altruism or, for 
example, narcissism is likely to be extremely difficult, even with the latest approaches 
to screening of potential donors. 
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3.5 Adding in Autonomy 


Although abstract moral benefit, and the notion of related psychosocial benefit, are 
sometimes cited as reasons to permit unspecified donation, the real justificatory force 
increasingly appears to be grounded in respect for autonomy: it has been noted that 
unspecified donation is very much a ‘donor-driven’ process (Burnapp et al. 2019), and 
that if someone comes forward wanting to donate, it could be wrong to stand in their 
way. Ross states the autonomy argument clearly: “[i]f a competent adult seeks to act 
altruistically and offers to donate a solid organ unconditionally, and the adult under- 
stands the risk and benefits of the procedure, and voluntarily consents to the procure- 
ment, then his or her wishes should be respected” (2002: 441). The challenge to ‘first 
do no harm’ tends to be met by including donor autonomy in the balance of harms 
and benefits. According to this justification, the decision as to whether the harms 
incurred are outweighed by the benefits is one for the donor to make, and blocking an 
autonomous person’s wishes is itself harmful, insofar as it prevents them from living 
their life in the way that they determine to be best for them. Liberal societies generally 
accept and respect different conceptions of the good life, and donating a kidney does 
not seem objectionable in this respect. Autonomy is engaged by claiming that placing 
obstacles in the way of the donor - like adhering too closely to ‘first do no harm’ - is 
excessively paternalistic and assumes that the doctor is in a better position than the 
autonomous donor to judge what is best for that donor. This kind of argument includes 
within the understanding of ‘first do no harm’ the harm of frustrating autonomy. The 
implication of this assumption is that something prima facie harmful can be, on bal- 
ance, good for somebody, by virtue of them wanting it, if this is compared with the 
counterfactual and allegedly harmful scenario of ignoring their wishes. This is not, 
however, taken to be true for all actions that a person may conceivably want to take. 
If someone simply wished to have a kidney removed but had no desire to donate it to 
anyone, it seems extremely unlikely that any doctor would consider it to be accept- 
able to remove their kidney (absent any medical indication for doing so). In the case of 
unspecified organ donation, it is the autonomous wish to do a good thing (hence termi- 
nology focussed on altruism as an indicator of their goodness) that makes it an auton- 
omous wish deserving of respect. It also assumes, although this is rarely articulated 
in the transplant literature, an understanding of respect for autonomy that includes 
promoting or even maximising opportunities for autonomous action. This is, perhaps, 
a broader understanding of autonomy than that which underpins the concerns of the 
Human Tissue Authority that the donor has capacity, is fully informed and understands 
the information. Here respect for the bodily integrity of an autonomous agent is per- 
haps the driving concern. Moreover, it is clear that the many countries that do not per- 
mit unspecified donation either have concerns about the psychological wellbeing and 
motives of those wishing to donate in this manner (although evidence suggests that 
these concerns would be incorrect), or do not consider either the ‘abstract benefit’ or 
‘autonomy’ arguments to be sufficient to permit a healthy person to undergo surgery 
for another’s benefit. 

Hilhorst et al. (2011) point out that the determination of acceptable risk is not 
always left to autonomous individuals: seatbelt legislation, safe speed limits on roads 
and risks in relation to research are broadly determined by wider society, although 
these decisions may also be justified with reference to harm to other people. In both 
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the Netherlands and the UK, a wider social decision was taken to permit unspecified 
living donation where it was previously unlawful. As we have seen, in the UK, the 
regulator itself imposes some safeguards in relation to consent and motivation but 
the process of regulation cuts across whether the harms and benefits can be balanced, 
and accepts that valid consent to be physically harmed in these circumstances legiti- 
mises what would otherwise be wrong-doing. This change was brought about in part 
as a result of pressure from medical professionals and has not been resisted by the 
General Medical Council. Donors are routinely medically screened using standardised 
processes, which incorporate mental health assessment even though this is no longer 
required by the regulator. Standardised screening, and the clearly stated possibility 
of not being accepted as a donor as a result of screening, denotes a general view that 
there is athreshold for acceptable risk that must be met prior to any processes that may 
result in a legal consent being sought and given. Individual clinicians may feel more 
or less comfortable with this threshold, and this may explain why some clinicians are 
reluctant to actively promote unspecified living donation (Burnapp et al. 2019), and 
some are unwilling to participate in some forms of living donation. Although our 
discussion has focussed primarily on kidney donation, as kidneys are by far the most 
common unspecified donation, the additional risks and harms posed by the prospect 
of unspecified living liver donation may explain why this is much less common. None- 
theless, rather than engaging increasingly tenuous justifications in relation to ‘first 
do no harm’, its advocates could simply accept that unspecified living donation is a 
licenced medical procedure where, despite the complete absence of medical need, any 
patient meeting this threshold is legally permitted to consent to be harmed and the 
doctor performing the intervention is not behaving unlawfully. This suggests that 
unspecified living donation may occupy a similar legal and ethical space as e.g. cos- 
metic enhancement, where similar difficulties arise in relation to ‘first do no harm’, 
nonmedical reasons and the balance of harm/benefit. 

To recap, ‘first do no harm’ is thought to be consistent with specified living dona- 
tion to the extent that the donor may be regarded as being, overall, more harmed by 
the failure to proceed, then by proceeding. It is also used to limit the harms by e.g. 
limiting the number and type of organs that can be donated to a close friend or relative. 
Likewise, donors are screened and the healthiest donor/the donor most able to with- 
stand surgery may be preferred when more than one donor is available. In the case of 
unspecified living donation, where there is unlikely to be tangible benefit to the donor, 
other more abstract benefits have to be considered, or the harm of frustrating auton- 
omy (by deciding for the donor what harms are worth what benefits) is incorporated 
into the notion of ‘first do no harm’. Nonetheless, it remains the case that there are no 
medical grounds on which the surgical procedure on the donor can be justified, and 
patient autonomy does not usually extend to insisting on being given an intervention. 
The question remains, then, of whether unspecified donation is something that the 
medical profession should facilitate or even promote, or whether a more paternalistic 
approach may be justified. 
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4. Considerations beyond First Do No Harm 


Moving on from here, and given the potential challenges in terms of ‘first do no harm’, 
it is important to consider in more detail whether facilitating unspecified donation 
is something that the medical profession should be doing, given the values, aims and 
responsibilities that doctors should have. 


41 A Reason to Permit Unspecified Donation 


Doctors’ involvement in the procurement of organs from the living is presumably 
not primarily motivated by a desire to promote the autonomy of potential donors, 
but rather an awareness of the need to acquire the resources necessary to extend or 
improve recipients’ lives. The underlying question of whether it is ethical for medical 
professionals to expose healthy people to the risks of living donation, whether spec- 
ified or unspecified, cannot be answered in theoretical isolation, and depends upon 
whether there is a sufficient need for this to occur. 

It would be difficult, for example, to justify living donation and its associated risks 
in a country with a surplus of good quality organs from deceased donors. Although 
no country is in this situation, the operation of parallel living and deceased donation 
systems does raise the question of where each donation system should stand relative 
to the other (see also chapter 9 in this book). We would suggest that, all other things 
being equal, a source of organs that involves risks to healthy people should not be 
preferred over a source of organs that involves no risks to healthy people. Of course, 
all other things are not equal, and factors such as decreased waiting time, increased 
control over the circumstances of donation/transplantation, and potentially better 
post-transplant outcomes for the recipient all add something to the case in favour of 
living donation. 

A further claim can also be made then, that living donors should not be used unless 
serious attempts to maximise rates of deceased donation have been made (Moorlock/ 
Draper 2018). Although the medical risks of living donation are the same regardless of 
whether a donation is specified or unspecified, it seems reasonable to think that bene- 
fits to donors are likely at their thinnest or most minimal in cases of unspecified dona- 
tion, and so these should be of particular last resort. It is unfortunately the case that 
people die on a daily basis as a consequence of not receiving a transplant in time, so it 
is true to say that there is a need for more donors. It is also true to say that significant 
efforts are being made to increase the number of deceased donors (see England’s move 
to an opt-out donation system, for example), but that this will still not meet demand. 
Specified living donors go a significant additional way to meeting demand, but there 
remains a shortfall. There is a need for more donors, and unspecified donors, partic- 
ularly when used to start chains of living donors, do help to ensure that more lives are 
extended and/or improved. 


4.2 Resource Acquisition and the Roles of Doctors 
Given that there is a need, albeit a qualified one, for unspecified living donors, the 


question still remains of whether it is ethically permissible for doctors to obtain organs 
from this source. Transplantation itself is regarded as a relatively uncontroversial and 
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legitimate medical procedure when looked at from the point of view of the recipient 
(for this perspective, see also chapter 13 in this book). It is a procedure performed on 
a patient, intended to provide clear medical benefit. Arguably one of the main ethical 
difficulties has been associated with ensuring that the organs used in transplantation 
have been obtained in an ethical way. 

Explantation, the surgical process of donation, is a medical procedure, requiring 
medical skills, but is not performed for the usual medical reason of trying to make a 
patient better, as far as the donor is concerned. The donor becomes a patient by virtue of 
donating. Justification is therefore required for using medical skills to make someone 
a patient, rather than stopping them from being a patient. This is not such a concern in 
the case of deceased donors because they are dead, although an argument could also 
be made that acting on wishes made during life about what happens after death is 
part of respect for autonomy. We have seen that some living donors, particularly those 
in a close relationship with the imperilled recipient - may reasonably be assumed to 
benefit from the procedure. Since becoming a donor may prevent some harms that 
may themselves lead to health problems, at a stretch some people have argued that 
these benefits are potentially health benefits (Freeman/Whiteman 2018). In the case 
of unspecified living donors this is much less obviously the case and, from the donor 
perspective, the procedure is being done for purely non-medical reasons. There is a 
question, therefore, of whether doctors could permissibly, or even should, invoke a 
paternalistic approach towards unspecified donation. 

It is clear that a desire to increase the numbers of organs available for transplan- 
tation is driving doctors’ involvement with unspecified living donors: it is a matter of 
resource acquisition. Absent the need for transplantable organs, there would clearly be 
no justification for unspecified living donation, regardless of donor autonomy. In this 
respect the principle ‘first do no harm’ seems to be being applied across the donation/ 
transplantation procedure as a whole — balancing the harm to the donor against the 
benefits to the recipient. From a purely utilitarian perspective, this does not pose a 
problem, particularly if the harms to the donor are indeed minimal. But traditionally 
‘first do no harm’ applies to the individual patient, and not interpersonally or across 
populations. Moreover, in the case of individual patients, transplant practitioners have 
traditionally scrupulously avoided allowing the benefits to the recipient to cloud their 
professional judgement: this is why the person treating the recipient is not supposed 
to play any part in the screening, consenting or operation on the donor, deceased or 
living (British Transplantation Society 2018: 31). Nonetheless, it seems clear that it is 
the potential benefit to recipients of having timely access to good quality grafts that is 
driving the increase in the number of living donors in general, and unspecified donors 
in particular. Even those many doctors who do support unspecified donation can con- 
ceive of circumstances under which the practice is unacceptable. Donors are carefully 
screened to minimise risk, which suggests that there is a risk threshold beyond which 
the practice would not be considered acceptable, regardless of a willing autonomous 
donor. This seems to be a decision for the profession as a whole, and can be considered 
to be part of the determination of the circumstances under which the practice is per- 
missible. 

We should be cautious too of both placing too much weight on the harm of frus- 
trating potential donor autonomy and tying medical decision-making too closely to 
utilitarianism. Suppose for hypothetical example, someone was willing to have a kid- 
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ney removed to raise money for charity, and suppose that they had managed to gain 
several million pounds in sponsorship money that they proposed to donate to a cause 
that would directly result in life-saving treatment being given to several young adults. 
Let’s also suppose that although they had two functioning kidneys, a pre-surgical 
assessment shows that neither kidney was suitable for transplantation. Would it be 
acceptable for this person to have a kidney removed, even though the kidney removed 
could not be transplanted into a recipient? The harms experienced would be no greater 
than for any other donor, and although no single recipient would benefit, several other 
people would. Presumably, having expended such effort in raising money the potential 
donor would feel frustrated if the surgery was refused. The onus remains on the med- 
ical professionals in those countries that have legalised unspecified donation to justify 
their support for legalising the practice in such a way that adheres to the legitimate 
ends of medicine and its values, such as ‘first do no harm’, without using arguments 
that could also permit, if applied consistently the facilitation of other - even charita- 
ble - surgical procedures that they would be unlikely to consider acceptable. Retaining 
a perspective on the fact that unspecified donation is performed with the justifiable 
aim of acquiring a particular life-saving resource that is consistent with the aims of 
medicine, and that the autonomous consent of the donor is a legitimacy requirement, 
would appear to be one way of achieving this without centring donor autonomy as the 
justification for the practice. 


4.3 Case-by-Case Considerations 


Against a backdrop of clear reasoning for the permissibility of living donation as a 
whole, and agreement on where the limits of acceptability lie, the acceptability of pro- 
ceeding with particular unspecified donations must then be determined by individual 
clinicians, albeit guided by the considered views of the profession. Ifa clinician makes 
a clinical judgment that the risks of donation for a particular potential donor are above 
the acceptable levels agreed by the profession, then respect for donor autonomy cannot 
require the clinician to proceed with the donation. This may be considered paternalis- 
tic, but this does not seem problematic in this type of scenario: it has been argued that 
when offering procedures to patients, physicians have the right to impose their own 
sense of acceptable risk (Reese et al. 2006). 

Assuming that levels of risk for a potential donor do fall within the agreed bounds 
of acceptability, and that a doctor is therefore willing to proceed with the donation, 
the final judgment rests with the potential donor. Given that unspecified donation is 
legal in England, the regulator has chosen to concentrate their efforts on ensuring that 
sufficiently informed and capacitous consent is gained. A formal mental health assess- 
ment is no longer required but it is regarded as good practice. This perhaps addresses 
the concerns that have been raised about the motivations of unspecified living donors, 
particularly when compared to specified living donors. The benefits for the latter by 
virtue of their connection to the recipient appear to provide a motivation that is at least 
accessible or comprehensible to those who are more sceptical about the motivations of 
unspecified donors. Even though the law in England does not automatically assume 
that those with mental health problems lack the capacity to consent or refuse consent 
to treatment, mental illness may cast doubt on capacity so it is essential to be certain 
that potential living donors have capacity before they embark on a surgical process 
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that is, in part, permitted and sometimes even seemingly justified by respect for a 
capacitous person’s autonomous wishes. Guidelines (Lentine et al. 2017) and psycho- 
social assessment tools (Massey et al. 2018) have been developed to ensure appropriate 
assessment and screening of potential living donors. There is a difficult balance to be 
struck between the doctors’ adherence to ‘first do no harm’ and respectful treatment 
of well-motivated individuals wishing to donate organs to strangers. For example, the 
screening process should not feel stigmatising and should not create an unnecessarily 
large obstacle for donors to overcome. Nonetheless, on balance, when it comes to the 
doctor’s duty to the donor, we would err on the side of caution over causing offence or 
even deterring donation. Unspecified donation should not proceed unless the donor 
is really sure it is the right decision. A few additional hurdles (as opposed to barriers), 
including taking time over the assessment, are one way of ensuring that the donor will 
not later regret their generosity. 


5. Conclusions 


We have outlined the commonly cited ethical justifications for living donation in gen- 
eral, and have highlighted how unspecified donation poses some particular challenges 
to these. The particular issue of ‘first do no harm’ requires careful consideration in 
this context. It has conventionally been addressed by expanding the notion of ‘benefit’ 
within organ donation to include abstract moral benefit derived from doing something 
good, or to weigh in the harms of frustrating the wishes of an autonomous potential 
donor. We have then considered issues beyond ‘first do no harm’, specifically whether 
there is a sufficient need for unspecified donors and whether the practice is compatible 
with the roles of doctors. We remain somewhat sceptical about elaborate manoeuvres 
intended to fit unspecified donation within a traditional risk/benefit model of medical 
justification. The emphasis on risks/benefits for donors and respect for the autonomy 
of potential donors risks losing sight of the primary reason for permitting unspecified 
donation, which is that it helps to meet a significant need that would otherwise remain 
unmet via deceased or specified donation. We would welcome more transparency and 
openness around the fact that unspecified donation does, from a medical perspective, 
cause harm to donors. The level of harm is, in most cases, relatively low but it is none- 
theless harm that the donor would not experience but for their donation. It is precisely 
the willingness to undergo this harm, however, that makes unspecified donation a 
remarkably generous and courageous thing for people to do. 
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9. Allocating Organs 
Fairness, Transparency, and Responsibility 


Søren Holm 


1. Introduction 


Since organ transplantation was first developed as a treatment option for organ failure 
there has been a mismatch between the number of patients needing organs and the 
number of organs available (Gain et al. 2016).' This mismatch has persisted over time 
and is a feature of all organ transplant systems irrespective of their consent model — 
opt-in, opt-out or mandatory choice (see chapter 2 in this book) — and irrespective of 
whether the system allows monetary compensation to organ donors or the families 
of dead donors. The mismatch is likely to increase as the indications for organ trans- 
plants continue to widen and bridging technologies become available which enable 
very ill patients to be stabilized and maintained while they wait for a transplant. This 
means that organs are a scarce, non-fungible resource and that allocation decisions 
have to be made concerning which of the many patients who need an organ should 
have priority when an organ becomes available. For life-saving organs, allocation 
decisions will inevitably mean that some patients receive organs and have their life 
extended, whereas others never receive an organ and die as a result of organ failure. 
The difficulty determining an ethically justifiable way of allocating organs has 
generated a huge literature, and I don’t pretend to present any new and truly original 
arguments in this chapter or to reference every important source on the topic. Every 
conceivable argument will already have been suggested, discussed and criticized 
somewhere in the literature (for an overview of the various arguments in the literature, 
see articles by Childress (1987, 1989, 2001) and Gutmann and Land (1997)). Nevertheless, 
there is value in providing a systematic account of the arguments and their ethical 
and pragmatic strengths and weaknesses.” While this may not allow us to design the 


1 Bone marrow transplantation is also a form of organ donation, but issues about the allocation of bone 
marrow transplants fall outside the scope of this chapter because 1) bone marrow donation is almost 
always live donation, 2) bone marrow is a renewable resource, and 3) the scarcity in bone marrow avail- 
ability is primarily due to problems in identifying a suitable donor and not due to the in principle un- 
availability of a donor. 


N 


A ‘systematic account’ here means an account based on a reasonably comprehensive review of the 
literature on the allocation of organs for transplant leading to a list of proposed, discussed and/or 
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perfect system of organ allocation, it will allow us to reject some suggested allocation 
criteria as unsustainable, identify the limitations of other criteria, and therefore nar- 
row the area in which to search for a justifiable and defensible set of allocation criteria. 
As Calabresi and Bobbitt wrote more than 40 years ago in Tragic Choices, their seminal 
book on kidney dialysis and transplants, this chapter does not seek “to resolve tragic 
choices by means of discoveries of new methods, but to make it possible for us to get 
a clearer view of the state of affairs that troubles us” (1978: 195). Similarly, Childress 
writes: 


There is, | believe, a wide range of ethically acceptable policies, at least in principle; 
which policies should have priority will depend on considerations of ethical preferabil- 
ity and political feasibility. Excluding policies that would seriously violate fundamental 
ethical principles, society still has to choose policies that best express the whole con- 
stellation of ethical principles, including ideals, and that can actually be implemented. 
(1987: 86) 


It is also important to note that the design and implementation of an organ alloca- 
tion scheme in a particular country or region will inevitably be influenced by the basic 
structure of the health care system, and by the more general approach taken to allo- 
cation of health care resources and social resources in general in that system. When 
people decide to become organ donors in a well-governed health care system they 
decide to interact with an organ donation and transplant system, except in the rela- 
tively rare cases of directed living donation. Organ donation takes place in a complex 
network involving the potential donor, the recipient, the system, and the health care 
professionals in the system (Jonsen 2012). This means that the decisions people make 
to become donors, or to allow organ retrieval from their dead relatives, at least partly 
rely on their perception of the system and not only on their desire to help other people. 
A person who perceives the system as unjust or corrupt is probably less likely to become 
or remain a donor. This link between trust in the system and willingness to donate 
is also evidenced in a recent meta-synthesis of the qualitative literature on this topic 
(Shaw et al. 2013; Schwettman 2015). The system may also be seen as an embodiment 
of solidarity and notions of reciprocity, where people are willing to donate because 
they or their loved ones may at some point need an organ. If that is part of the moti- 
vation, discovering that the system is deliberately subverted and exploited by some 
actors may also undermine willingness to donate (Boulware 2007). Thus, as a precon- 
dition for maximizing donations, it is vital not only that the allocation system and its 
processes are fair, but also that they are seen to be fair by the population of potential 
donors. Perceptions of fairness may differ between different countries and health care 
systems. In some circumstances establishing robust, un-corruptible allocation pro- 
cesses may be more important than getting the allocation criteria absolutely right. The 
establishment of officially mandated and supported donation and transplant systems 
also means that transplantable organs become a social good. The system organizes and 
governs the transactions between donors, health care institutions and recipients on 


actually used allocation considerations and criteria that can be ordered under and encompassed by 
a reasonably small number of headings, i.e. the list of allocative criteria presented in the section on 
‘allocative criteria’. 
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behalf of the community, and not as a set of commercial exchanges (Task Force on 
Organ Transplantation 1986). This entails that the generally accepted principles for the 
allocation of social goods apply prima facie to the allocation of organs, unless there are 
specific reasons to deviate from them. 


2.  Allocative Criteria 


Allocation of organs is in practice achieved through waiting list systems, where poten- 
tial recipients for an organ are ranked according to a set of criteria. Some of the criteria 
are specific to the particular organ to be transplanted — e.g. size matters for paediatric 
transplantation of some organs, and immunological match matters for many - and 
some criteria are not specific to the organ but to the patient / recipient, such as time 
on the waiting list, or the urgency of the transplant need. Several criteria may be com- 
bined into one overall score to determine priority on the waiting list. For instance, the 
Lung Allocation Score (LAS), developed by the US Organ Procurement and Transplan- 
tation Network, is used both in the US and by Eurotransplant in Europe’ to allocate 
lung transplants (OPTN 2020, Eurotransplant 2020). The LAS calculation looks simple: 


10.1.F The LAS Calculation 

The LAS calculation uses all of the following measures: 

Waiting List Urgency Measure, which is the expected number of days a candidate will 
live without a transplant during an additional year on the waiting list. 

Post-transplant Survival Measure, which is the expected number of days a candidate 
will live during the first year post-transplant. 

Transplant Benefit Measure, which is the difference between the Post-transplant Sur- 
vival Measure and the Waiting List Urgency Measure. 

Raw Allocation Score, which is the difference between Transplant Benefit Measure and 
Waiting List Urgency Measure. 

To determine a candidate's LAS, the Raw Allocation Score is normalized to a continuous 
scale of zero to 100. 

The equation for the LAS calculation is: 

LAS =100*(PTAUC -2*W TAUC+730) /1095 (OPTN 2020: 220) 


However, this apparent simplicity is deceptive. The above LAS formula is followed by 30 
pages of instructions on how to calculate the PTAUC and the WTAUC based on a long 
list of clinical information including: Date of birth, Lung diagnosis, Height and Weight, 
Diabetes, Supplemental oxygen requirement, Six minute walk distance 6MWT), Pul- 
monary artery systolic pressure, Pulmonary artery mean pressure, Forced vital capac- 
ity, Serum creatinine, Mean pulmonary capillary wedge pressure, Functional status, 
Need for assisted ventilation, Current lowest and highest PCO2, Bilirubin, Duration 
of ventilation, Coagulopathy, Extracorporeal support, and 6MWT"end-saturation (cp. 
Eurotransplant 2020). 


3 Covering Austria, Belgium, Croatia, Germany, Hungary, Luxembourg, Slovenia, and The Netherlands. 
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A number of what we may call recipient-related allocative criteria have been dis- 
cussed in the literature, although not all of these have ever been implemented in any 
officially adopted allocation system. The criteria can be broadly categorized as: 


1 Medically related Criteria 

a) Medical Need 

b) Likelihood of Match 

c) Magnitude of Likely Medical Benefit 
d) Responsibility for Health State 
2 Social Criteria 

a) Social Need 

b) Desert / Social Merit 

c) Future Social Contribution 

d) Time on Waiting List 

e) Wider Social Justice Issues 

f) Local or National Preference 


Table 1: Recipient-related allocative criteria in organ donation 


Many of the social criteria, apart from ‘time on waiting list’ and ‘national preference, 
were proposed and discussed early in the history of organ transplantation but have 
since fallen out of favour (Annas 1985). In the following, we will analyse the arguments 
for and against each of these criteria, and the problems in operationalizing them when 
moving from direct comparisons between a small number of potential recipients to 
a system that may have to allocate one organ within a pool of thousands of possible 
recipients. 


2.1 Medical Criteria 


The perhaps most intuitively appealing criterion is medical need. It seems prima facie 
obvious that we should allocate an available organ to the patient who has the greatest 
medical need, or at the very least that need should play a major role in our allocation 
decisions. Need is, however, not a simple concept, even if we restrict it to ‘medical 
need’. The size of the medical need for an organ has at least two separable elements: 1) 
the severity of the current health state, and 2) the urgency of the transplant. That these 
may diverge can be seen if we consider a situation in which one patient is in a very bad, 
but stable, health state, while another patient is in a less serious health state now, but 
has the prognosis of an imminent deterioration leading to death. The first patient has 
a large need and therefore a strong claim to an organ even if that health state is cur- 
rently stable, but so does the second patient, who needs the transplant urgently. The 
grounding of their need is just different. If we prioritize urgency too much, then stable 
but very ill patients will have difficulty getting transplants, and if we do not prioritize 
urgency enough, more people will die while on the waiting list. 
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Prioritization of urgency is illustrated in the rules for allocation of livers of Scandi- 
atransplant, the transplant allocation organization for the Nordic countries and Esto- 
nia. These rules identify a class of ‘High urgent calls’ and specify that any available, 
suitable liver must be allocated to those patients: High urgent call (HU) 


e Anacute liver failure patient who is at a risk to die within few days (no prior liver 
disease) 

e Need for re-transplantation within 2 weeks after transplantation (includes pri- 
mary nonfunctioning graft) 

+ If several HU calls exist at the same time, the first one has priority over later HU 
call. This is also true if the second centre has a local donor 

e Within 72 hours after HU call, every centre has an obligation to offer available liv- 
ers for the recipient centre 

e The first available donor liver with compatible ABo blood group must be offered to 
recipients on HU call. (Scandiatransplant 20174: 225) 


A third, partly separable component of need is the availability of alternatives. In some 
circumstances an organ transplant it the best option for a patient, i.e. a kidney trans- 
plant is the best treatment option for many patients currently on dialysis, but there is 
at least one alternative, i.e. in this example staying on dialysis. Given the scarcity of 
organs we could argue that alternatives should always be pursued first, and that only 
patients for whom there are (no longer) any alternatives should be allocated an organ. 
But, such a policy is potentially counterproductive, because those patients who have 
run out of other options, e.g. dialysis or left ventricular assist devices, are likely to be 
much more ill than those who are stable on an alternative treatment, and therefore 
less likely to benefit from a transplant. There is also a considerable overlap between 
not having any other options and urgency. The likelihood of finding a matching organ 
for a particular recipient depends not only on the characteristics of the donor pool, but 
also on the degree to which a potential recipient has been immunologically sensitized 
to other tissue types than his or her own. Such sensitization can come about if the 
patient has had prior blood transfusions, previous transplants, or in some cases as 
a result of pregnancy and childbirth. The more tissue types a patient is sensitized to, 
the fewer organs will be a possible match for that patient. Highly sensitized patients 
may thus be ‘stuck on the waiting list’ indefinitely unless they get priority whenever 
an organ that matches their sensitization pattern becomes available. The magnitude 
of the likely medical benefit has traditionally been very important in the allocation 
of organs because long-term organ survival can only be achieved if the organ is not 
immunologically rejected by the recipient’s body. Immunosuppression was not very 
advanced in the early days of organ transplantation, meaning that the tissue-type 
match between the donor organ and recipient was a very important factor in predict- 
ing organ survival and thus medical benefit. As immunosuppression methods have 
improved, the tissue-type match has become less important, and this has meant that 
other factors that may influence the medical benefit have become more prominent in 
discussions about allocative criteria, e.g. age, co-morbidity, ability to adhere to future 
treatment etc. Some of these other factors are potentially controversial because they 
may be seen to involve some form of problematic discrimination. For example, using 
age as a criterion for priority may be seen as ageist (on the general issue of using age 
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as a resource allocation criterion, see Daniels 1988; Harris 1994; Callahan 1995; Williams 
1997; Holm 2013; and chapter 12 in this book). Ability to adhere to future treatment is 
also a potentially problematic criterion: partly because it is not obvious how to assess 
this objectively; partly because some factors that might influence this ability, such as 
having cognitive deficits or being homeless, do not seem like the kind of conditions that 
should affect a person’s claim to treatment for an important health need. One version 
of the ability-to-adhere argument focuses on persons whose behaviour have contrib- 
uted to their current health state, and where the likelihood of long-term transplant 
success will be affected if they continue to behave in the same way. It is argued that 
such patients should be given lower priority, or not put on the waiting list at all, unless 
they cease their problematic behavior and there is some evidence that they won't start 
again. This argument is forward-looking: it does not justify lower priority because pre- 
vious behaviour led to the transplant need, but because future similar behaviour would 
affect the likelihood of long-term medical benefit. This was for instance discussed in 
relation to the famous Manchester United and Northern Ireland footballer George Best, 
who received a liver transplant following liver failure caused by alcoholic liver cirrho- 
sis. He was only put on the waiting list for a transplant after he became abstinent, but 
the media queried whether he would (or could) remain abstinent after the transplant 
(Murnane 2015). A possible consistency problem affects this kind of reasoning, because 
we do not seem to apply it across the board in health care (Douglas 2017). Playing many 
kinds of sports at elite level is a strong risk factor for ligament damage in the knee, and 
continuing to play at elite level after ligament surgery is an even stronger risk factor for 
a recurrence. However, we do not normally make it a condition of access to surgery that 
elite athletes give up their sport. It is important to distinguish this argument from the 
notion that a potential recipient’s personal responsibility for being in a health state that 
requires an organ transplant reduces the strength of their claim to an organ. According 
to the latter argument, for instance, patients with alcoholic liver cirrhosis should have 
a lower priority on the waiting list for liver transplants, or should perhaps not be put 
on the waiting list at all. The patient who is deemed to carry some personal respon- 
sibility is often compared unfavourably to the ‘innocent victim of disease’. In its pure 
form the personal responsibility argument is exclusively backward-looking, in contrast 
to the forward-looking ability-to-adhere argument. The argument has some intuitive 
appeal, but on closer inspection it is highly problematic. There are three main problems. 
The first two are deeply philosophical: we must first decide which kind of responsibility 
is relevant — causal responsibility, moral responsibility, or blameworthiness (see Holm 
2008); then, we must decide how to apportion the relevant degree of responsibility or 
blame across a diverse range of actions, habits and lifestyles that have led to the need for 
a transplant. Where some are single, clearly autonomous acts, some may involve addic- 
tion or weakness of will (Douglas 2017), and some are lifestyles or habits formed either 
early in life and/or are common in the environment the person lives in. 

Neither of these are trivial problems, since the causal networks leading to the final 
health state are often highly complex. The third problem is most often raised as a charge 
of arbitrariness: Why single out behaviour X as a case of personal responsibility leading 
to lower priority, when behaviours Y, Z etc. also generate bad health states and need for 
treatment? This charge can be general, or specific to organ transplants, and it is often sup- 
ported by the observation that the behaviours that are singled out, such as alcohol abuse, 
smoking, or a sedentary lifestyle, are all to some degree already socially stigmatized. 
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2.2 Social Criteria 


Social need, desert, merit and future social contribution have all been proposed as 
allocative criteria. Here, the idea is that we should, for instance, give (some) priority to 
patients who have many dependants, who have made a significant social contribution 
for which they deserve credit, or who are likely to make major contributions in the 
future. These proposals are problematic, partly because we usually do not apply them 
in other areas of health care, and partly because it is nearly impossible to define fair 
and non-arbitrary criteria for which social contributions should count as meritorious 
in this context. While we might be able to identify slackers who have contributed very 
little to anything, there is no simple metric by which we can compare entrepreneurial, 
sporting, political, homemaking and other prima facie valuable social contributions 
and decide who is most deserving overall. A particular type of the desert/merit/contri- 
bution argument focuses narrowly on contributions to the organ donation and trans- 
plant system itself. One version focuses on actual contribution and argues that per- 
sons who have been living donors should have priority on the waiting list if they ever 
need an organ. This seems straightforward: living donors have contributed signifi- 
cantly and have a legitimate expectation that society reciprocates in some way. But 
there are still issues that need to be resolved, especially in relation to whether having 
been a donor of one organ or part of an organ should give priority on all transplant lists, 
or just the list for the organ in question. I.e. should a live liver-lobe donor only have 
priority in relations to livers, or also in relation to kidneys, hearts etc.? Restricting pri- 
ority to only the organ in question may seem natural, but it does require justification. 
One possible argument is that, by becoming a donor, the person has given up a good 
organ which could have saved them from needing the organ later, but this argument 
only works for paired organs and not if the condition leading to the need for a trans- 
plant would have affected both paired organs, as many conditions leading to kidney 
failure do. Thus, in many cases the donor who is now a potential recipient would still 
need a transplant even if they had not donated. Therefore, basing priority on the will- 
ingness to make a significant sacrifice for others would seem like a more solid argu- 
ment, and that points towards priority on all waiting lists. Another version argues that 
persons who are merely willing to donate should get priority over persons who are not 
willing to donate. In practical terms this might mean that being on the donor register 
gives a person priority. This can be justified from considerations of reciprocity or soli- 
darity, or as a way to deter ‘free-riders’ who are happy to accept the benefits of the 
social practice of donation and transplantation but not willing to contribute. Israel has 
implemented such a system, which gives priority not only to the willing donor but also 
to their family members (Quigley et al. 2012; Lavee/Brock 2012). Clearly, being willing 
to contribute as a donor at least potentially contributes to maintaining an effective 
donation and transplant system, so it is not directly affected by the relevance and arbi- 
trariness concerns that undermine general merit and social contribution proposals. It 
is, however, affected by what is in some way the reverse problem: why single out this 
contribution among the many relevant contributions to the system. Signing up to the 
organ donor registry is not particularly onerous, and donating after death does not 
affect the donor’s welfare, so the ‘cost’ to the donor is low, although the benefit to the 
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recipient is large.* What is relevant to the donor’s claim to priority is what they are 
willing to, or actually do, give up, and that is not much. Blood donors, tax payers, 
donors to relevant health charities, volunteers in the hospital and many others also 
contribute directly, and not as employees, to the possibility of having a donation and 
transplantation system, physically or financially or both; and some of these contribu- 
tions are more burdensome than being on the donor register. So, why should they not 
count towards priority in organ allocation? The policy of also giving priority to family 
members of potential donors raises issues of justice. Why should those who do not 
have family members have their priority reduced? Giving priority to family members 
of potential donors also encourages strategic behaviour by those who have family 
members who can be predicted to potentially need an organ transplant in the future 
(Quigley et al. 2012; Lavee/Brock 2012).Time on the waiting list could be conceptual- 
ized as a medical criterion by making it a component of medical need. Just as your 
need increases if it is urgent, it increases if you have had to wait a long time and suffer 
the consequences of that wait. It is, however, perhaps more straightforward to see 
time on the waiting list as a social criterion, reflecting the view that society ought to 
(be able to) treat people at the point where their health needs occur. If society cannot 
provide treatment when a patient needs it and the patient has to go on a waiting list the 
strength of the claim to be provided treatment increases vis a vis society as time goes 
by and treatment is still not provided, and the comparative strength of the claim vis a 
vis other patients with a need for a transplant increases in the same way. This is sup- 
ported by the intuitive appeal of the idea that if we have two identical patients on the 
waiting list and one has waited much longer than the other we should give an available 
organ to the patient who has waited the longest. If we accept this argument and give 
extra priority according to time on the waiting list, we need to be aware that there is 
some evidence that the decision concerning when to put a particular patient on the 
waiting list for a transplant may be potentially biased. It has, for instance been shown 
that white patients in dialysis are put on the waiting list earlier and more frequently 
than black patients in the USA. This has led the US Organ Procurement and Transplan- 
tation Network to move from time on waiting list to time in dialysis as the relevant 
criterion for priority for a kidney transplant (Zhang et al. 2018). Wider social justice 
issues are also potentially important when deciding on allocative criteria. If we find 
that a particular set of criteria lead to an unequal distribution of organs between age 
groups (where age does not affect outcome), ethnic groups, socioeconomic groups, or 
geographically defined groups etc. it raises the question whether these inequalities 
also constitute an injustice that should be rectified, and if so how rectification should 
be achieved. Organs for transplant are a social good distributed by official societal 
agents (see above); and if we have good reasons to think that equality in distribution is 
in general important between a specific set of groups, then those reasons transfer to 
distribution and allocation of organs. Some unequal distributions are at least partially 
explainable by differences in organ donation. In many countries there are, for instance 
differences in donation rates between different ethnic groups. Because tissue types 
are distributed differently in different ethnic groups, this may lead to a difficulty in 


4 There may be costs to the family in that the hospital processes around the death of a known organ 
donor differs from the processes where organ donation is not taking place, but a lot can and should be 
done to minimize these differences. 
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finding well matched organs for potential recipients in those groups. But it is import- 
ant to see that such group differences in donation rates cannot in themselves justify 
group differences in transplantation rates. Being a member of a group with a low 
donation rate does not affect the claim to equal treatment a patient would have as a 
citizen and eligible beneficiary of a health care system. Even if the low donation rate in 
the group is due to wilful refusal to donate and therefore ethically problematic, an 
individual member of the group would not be responsible for how other group mem- 
bers acted. This does not mean that we should not target group differences in donation 
rates and try to raise donation rates.” If group inequalities do exist, it may be necessary 
in some cases to change the weighting of the allocation criteria that gives rise to the 
differences. There is also strong evidence from the USA that the differences in trans- 
plantation rates between ethnic groups have many other and more problematic causes. 
This evidence is summarized by Zhang et al. in relation to kidney transplants: 


[...] there are racial and ethnic disparities at each step of the kidney transplant process. 
Black patients are less likely to be referred for transplant, complete the evaluation 

process if referred, be placed on the waiting list, and receive a transplant compared to 

white patients. In addition, Hispanics have historically had lower transplant rates after 
waitlisting. Disparities are the result of many potential factors, such as poverty, geogra- 
phy, limited education about transplant, physician bias, and other system-level factors, 
suchas federal policies that guide US organ allocation. (2018: 1937, references in original 

removed) 


Similar problems can be found in many other countries and localities, including the 
UK (Davies 2006). Donation and transplant systems are almost always geographically 
bounded, and most often the boundaries follow existing internal or international 
boundaries. This raises the question of the eligibility for organ allocation of recipients 
who do not reside within the boundaries of the system. If the system retrieves organs 
exclusively® from those who are resident, should it also allocate them exclusively to res- 
idents? If organs are unsuitable for anyone on the ‘residents’ waiting list’, they should 
clearly not be wasted but offered to neighbouring systems or to non-residents — but 
that is the easy case where nothing is sacrificed by allocating the organ to a non-res- 
ident. The difficult questions are: 1) whether non-residents should be allowed on the 
waiting list for organs; and if so, 2) whether they should receive the same priority as 
residents? The organ allocation system in the USA originally implemented a rule that 
only five per cent of available organs from dead donors could be used for transplan- 
tation of non-residents, but this hard limit has since been replaced by the publication 
of an annual report on residence and citizenship status of recipients. In the first 19 
months of operation of the new policy, less than one per cent of organs from dead 
donors were transplanted into non-resident recipients (Glazier et al. 2014). 

From a cosmopolitan point of view, residence should not matter, and we should 
probably in principle introduce a global donation and transplant system. But this 
is unlikely to happen any time soon, so we will have to answer the question for the 


5 Inall groups, as long as we havea scarcity of organs. 


6 The rare organ may be retrieved from a tourist riding a motorcycle without a helmet, but for all practi- 
cal purposes the donor pool comprises those who are ordinarily resident. 
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present context with multiple geographically bounded systems. The limited time an 
explanted organ can be kept viable for transplant will set practical limits on the pos- 
sible geographical extension of organ sharing schemes, but these geographical time, 
and by implication distance, limits will not be co-extensive with national or regional 
borders. The question of the ethical relevance of national or regional borders therefore 
remains. On the one hand, this is a question of political philosophy; on the other hand, 
a matter of pragmatism. 

Let us take the pragmatic argument first: ifalarge proportion of donated organs are 
allocated to non-residents this may undermine the willingness to donate, especially if 
these non-residents pay large amounts of money for the transplants and thereby enrich 
health care institutions and famous surgeons. If there is evidence that this is, or is 
likely to become, the case, there is an argument for controlling the access of non-res- 
idents to organ transplants. The argument in political philosophy concerns which of 
the many social goods a society/state distributes that can be legitimately restricted to 
the residents of that society (Cohen 2014). This question is still unresolved and subject 
to fundamental disagreements.In international transplant organizations, issues of 
justice may also arise if some member countries become net exporters of organs, and 
others net importers. This may undermine the support for the scheme over time, and 
some schemes have implemented ‘payback’ rules to mitigate these issues. An exam- 
ple is the payback scheme for livers in Scandiatransplant. Here, the center retrieving 
the organ must allocate it to patients elsewhere if they meet certain criteria, but it is 
guaranteed later payback in the form of an organ of a similar, specified quality. If the 
criteria for required export are fulfilled and the organ is exported, the following rule 
applies: “The organ is accepted and exported. Payback with first available ABo identical 
liver, quality according to written rules.” (Scandiatransplant 2017b) 


2.3 Are all Justifiable Allocation Criteria Compossible? 


If more than one criterion is justifiably relevant to allocative decisions, the question 
arises whether the multiple criteria are compossible. Can we design a decision-making 
system which ensures that they are all fully satisfied at the same time, or will there 
necessarily be trade-offs between the criteria, so that not all are fully met? This has 
been discussed in relation to the criteria of medical need, likely medical benefit, time 
on waiting list, and wider social justice. Focusing only on the maximization of likely 
medical benefit as the basis for allocation will provide the biggest ‘bang for the buck,’ 
but it seems unfair in several respects (for other problems in pursuing this goal see 
Birch/Gafni 2006). Transplanting patients with urgent need, or larger needs because 
of co-morbidity, will often mean trading off some likely benefit because the success 
of the transplant is more uncertain. But these patients seem to have as strong a prima 
facie claim to an organ as any other patients, and potentially a stronger claim if they are 
unlikely to survive long enough to receive an organ in the future. Similarly, as already 
discussed above, focusing exclusively on likely medical benefit will often mean that 
patients belonging to ethnic minorities will be much less likely to receive a transplant 
than patients belonging to the majority population. This again seems deeply unjust; 
the prima facie claim of an ethnic minority patient is as good as the claim of any other 
patient. Other examples can be given where different fairness-related criteria may 
come into conflict. This indicates that unless we design an allocation system that only 
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has one criterion, or one with a hierarchical set of criteria whereby lower criteria only 
come into play when the higher criteria have been fully (or in a sufficientarian system, 
sufficiently) met, then there will have to be trade-offs between criteria. 

Because the criteria are based on very different ethical considerations, there is 
unlikely to be any ‘in principle’ solution to how such trade-offs should be evaluated. 
Let us for instance imagine that we have an additive point system in which priority 
is decided by adding the points achieved in four distinct criteria. We can model the 
effects of such a system with different point weights for each criterion and screen out 
those weightings that are dominated in the sense that one or more criteria will be less 
well met without the other criteria being more well met.’ But we will still be left with 
a large set of weightings leading to widely differing allocation priorities, forcing us to 
make difficult decisions. What we really need is a convincing argument that, in this 
particular context, meeting Criterion X is twice as important as meeting Criterion Y, 
but it is difficult to see what such an argument could be. 

Let us for instance look at the 2013 point system for allocating kidneys in the USA, 
where points are used to allocate priorities within four groups of waitlisted candidates. 


Factor Points Awarded 

For qualified time spent waiting 1 per year (as 1/365 per day) 
Degree of sensitization (CPRA) 0-202 

Prior living organ donor 4 


Pediatric candidate if donor Kidney Donor Profile Index (KDPI)*® <0.35 1 


Pediatric candidate (age 0-10 yr at time of match) when offered a zero 
antigen mismatch 4 


Pediatric candidate (age 1-17 yr at time of match) when offered a zero 


antigen mismatch 3 
Share a single HLA-DR mismatch with donor 1 
Share a zero HLA-DR mismatch with donor 2 


Table 2: Priority point system for new kidney allocation (modified from Israni et al. 2014) 


In this system some of the factors giving priority are related to medical need, some 
to likelihood of benefit, and one to prior contribution, but the number of points they 
each confer seem to be largely arbitrary. Why give one point per year on the waiting list 


7 This could be put more formally as the point that any weighting of criteria that is not an actual Pare- 
to optimal change from a ‘no weighting’ position is automatically ruled out as ethically unacceptable 
because such a weighting implies that someone will be harmed, without any additional benefit being 
gained by anyone else. Many weightings will lead to changes from the ‘no weighting’ position that are 
potentially Pareto optimal, e.g. some will be harmed and others benefited, but those who are benefit- 
ed can fully compensate those who are harmed. Such weightings are not dominated by the no weight- 
ing position and can therefore not be a priori ruled out as ethically unacceptable. 

8 KDPI predicts post-transplant survival of the organ. The KDPI ranges from 0.0—-1.0 and a lower KDPI 
is better. 
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and not two? Why does having been a living donor only count for four points? And why 
does degree of sensitization dominate all other considerations? There are undoubtedly 
answers to these questions, but the important thing to note is that all of these answers 
are contestable.The observation above that we will always have to make difficult judg- 
ments, even if we can model the effects of a particular (change in an) organ allocation 
system, is evidenced by the change to the kidney allocation system (KAS) in the USA 
that produced the priority point system outlined above. The changes were made in 
order to reduce disparities between ethnic groups and to increase the chance of highly 
sensitized patients receiving an organ (Health Resources and Services Administration 
2014). Modelling of the effects show that these objectives were very likely achieved to 
some degree, but that ethnic disparities remain. The modelling does, however, also 
indicate that the change led to fewer transplants in patients older than 50 years of age 
(Israni et al. 2014). Deciding whether the benefits of less ethnic disparity are worth the 
costs to older potential recipients is quite difficult to judge and may depend on the 
specific context in the USA. 

One way of avoiding having to solve these issues is to argue that we should give 
up trying to achieve a complete ranking because 1) there are fundamental theoretical 
disagreements about what is just and fair, and 2) all weightings are to some degree 
arbitrary. Instead, we should decide what it is a reasonable benefit to gain from an 
organ transplant, either in terms of pure life-extension or some composite of life-ex- 
tension and quality of life/welfare, and give everyone who passes the threshold of rea- 
sonable benefit in relation to a specific organ an equal chance to get that organ, for 
instance through a lottery (Savulescu 2002). (On the general use of lotteries as alloca- 
tion mechanisms of social goods see Duxbury 2002). It is however not clear that this 
would solve the problem: while the proposal makes a compromise between allocation 
according to need and allocation according to likely benefit, it in no way encompasses 
other considerations that are at least potentially justifiable, such as length on waiting 
list or urgency. Another approach is to rely on the public’s view of how these trade-offs 
should be made. This approach is problematic, however, even if we accept the premise 
that these matters should be decided by public or citizen opinion. The main problem 
is that there is good evidence that the public does not have one, univocal view on these 
matters, that the variation in views is at least partly correlated with respondent char- 
acteristics such as gender, race and age, and that the public endorses some allocation 
criteria that are ethically problematic, such as the ‘worthiness’ of recipients (Stahl et al. 
2008; Tong et al. 2010; Umgelter et al. 2015; Oedingen et al. 2019). 


3. Organ Allocation Systems and the Incentive to Retrieve Organs 


Promoting organ transplantation, having conversations with patients and fam- 
ilies about donation, and retrieving organs from donors require financial and staff 
resources. Ethically speaking, institutions ought to see organ retrieval as an import- 
ant activity simply because transplantation saves lives and relieves suffering, but this 
ethical incentive may not be enough to sustain institutional commitment. The trans- 
plant system therefore needs to create a systemic institutional incentive structure that 
makes organ retrieval an attractive activity. One way this has been implemented is by 
giving some priority to patients registered on the waiting list in the retrieving institu- 
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tion, or in the case of kidney donation, allowing the institution to retain one of the kid- 
neys for transplant into the highest-ranked patient on the local waiting list. Other sys- 
tems have operated ‘payback’ schemes, where the institution that provides an organ to 
the pool is guaranteed to receive a similar organ within a certain timeframe. Thus, the 
institution participates both in the costly and non-prestigious retrieval as well as in the 
lucrative and prestigious transplantation. Providing such local incentives for organ 
retrieval is distinct from the justice- and/or ownership-based considerations concern- 
ing local or national priority discussed above. Whether to implement such incentives 
in organ allocation systems depends primarily on the evidence for their effectiveness. 
If it can be shown that local incentives increase organ retrieval, we have an argument 
for introducing them. If it can be shown that they increase organ retrieval so much 
that everyone who would have got an organ without the local incentives in the system 
still gets an organ, we havea very strong argument, since no one has been made worse 
offand some have benefited from the introduction of the incentives (i.e. they lead to an 
actual Pareto-optimal change). Furthermore, since all of those who benefit from organ 
transplants are likely to belong to the Rawlsian group of ‘the worst off’ (Rawls 1971), any 
inequalities introduced by the incentives are unlikely to constitute a social injustice. 


4. Organ Allocation in the Future 


In the future, we may reach a situation where it becomes possible to increase the num- 
ber of available organs to a level that converts the organ allocation problem from one 
of material scarcity (i.e. lack of organs) to the much more common health care problem 
of financial scarcity. This might come about if we have an effective market in organs, 
through xenotransplantation (see chapter 16 in this book), or through the growing of 
organs from human stem cells in animals or completely ex vivo (see chapter 17 in this 
book). It is, however, unlikely to come about through an optimization of current prac- 
tices of organ donation and retrieval. This means that although organs will be, or can 
be made available for transplant, they are likely to be priced according to the current 
pharmaceutical industry model of value-based pricing, and that they are therefore 
going to be (very) expensive. How should we think about organ allocation in this sit- 
uation? The first thing to note is that our elaborate systems for organ allocation and 
sharing within countries and across borders will become redundant. But the allocative 
perspective will also change: The main difference is that in the current situation there 
will always be another potential recipient who can be helped and ‘produce’ medical 
benefit by getting the organ, and who has an almost as strong claim according to the 
criteria of the system. Because organs are non-fungible, giving an organ to one person 
therefore always involves not giving it to someone else and depriving that person of 
potentially life-saving benefits. Using money for a transplant does not in the same way 
directly deprive someone else of the benefits of a transplant: the alternative use of the 
resource might have been another organ transplant, but it might just as well have been 
hundreds of visits to a dental hygienist. If organs become easily available, we should 
therefore think of their allocation as a normal case of priority setting for expensive, 
potentially life-saving treatments. The patient needing an organ will be in the same 
position as the patient needing an expensive, potentially curative cancer treatment. 
The approach to this kind of priority setting varies between countries and health care 
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systems, but a main difference to the current way of conceptualizing organ allocation 
is that the focus will move from thinking about how to rank individual patients in 
order of priority to thinking of delineating criteria that define the group of patients 
who will get access to a particular kind of transplant. In the UK, devising such cri- 
teria may be very dependent on incremental cost-effectiveness ratios and Quality 
Adjusted Life Years (QALY) calculations because this is the preferred method used by 
The National Institute for Health and Care Excellence (NICE). Whereas in Germany, pure 
effectiveness considerations will play a much more decisive role along the lines of the 
preferred method of the Institut fiir Qualitat und Wirtschaftlichkeit im Gesundheitswesen 
(IQWiG). Despite these differences in approach, the changes in allocation approach 
are likely to have major clinical effects in all countries where organ transplant is finan- 
cially possible within the overall financial envelope of the health care system. This 
will affect patients in different ways. Those patients who fall within the pre-defined 
groups of eligibility will have a much better experience. They will have a direct claim 
to be provided a transplant, and they will not experience the long and anxious wait 
on a waiting list but will instead be booked in for a planned, elective transplant. For 
those patients who fall outside the group of eligible patients as defined by the health 
care system, their situation will be more ambiguous. If they can afford it, they will be 
able to buy a transplant at a private hospital; but if they cannot, they may effectively be 
denied any chance of a transplant. 


5. Conclusion 


The allocation of organs for transplant will continue to be an area of contention as long 
as there is a material scarcity of transplantable organs. This contention is intensified 
because allocation decisions are sometimes tragic choices that determine who gets a 
chance to live, and who must die. It is therefore fully understandable that there is a 
continuous push in the public debate and in academic work, including work in philos- 
ophy and ethics, for a principled solution that will once and for all provide a fair system 
of organ allocation. However, the analysis in this chapter shows that it is unlikely that 
a fair solution based only on principled considerations will ever be achieved. Although 
many suggested criteria for priority to receive an organ can be shown to be unjustifi- 
able, especially some of the proposed social criteria, we are still left with a number of 
criteria that all have plausible ethical justifications — but justifications that do not flow 
from one, underlying master ethical principle. Furthermore, these justifiable criteria 
are not compossible because, when the criteria are applied to a large pool of poten- 
tial transplant recipients, better fulfilling one criterion always means that another 
criterion is less fully met. A choice will therefore always have to be made about how 
to weigh different criteria, or to put it slightly differently, how to balance different 
criteria against each other. And such weighing and balancing will always be inherently 
contestable. 
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1. Introduction 


Would you give one of your kidneys to a stranger? This is a title of the online version 
of the article published in the New Scientist on June 21, 2017.’ The article describes the 
new trend of increasing numbers of living donors who are giving their spare kidney 
to save the life of someone they have never met. There are more such donors than one 
would have expected, but they are still far from enough. It was initially expected that 
organs from deceased donors (cadaveric donors) would be able to satisfy the demand 
for transplant organs. However, because the gap between demand and supply of trans- 
plant organs did not close, it soon became clear that organ donation would also have to 
be extended to living donors (Munson 2007). Thanks to advances in the development of 
effective immunosuppressive drugs and tissue cross matching tests, transplant organ 
donation from genetically unrelated donors became medically feasible. In directed 
donation an organ is donated to a specific individual - a family member or friend, in 
contrast to non-directed donation that anonymous stranger is a donor of organ to any 
person who needs it (cf. Veach and Ross 2.015; and chapter 8 in this book). Such directed 
living organ donations have been extended from biologically related family members 
(parent, sibling, offspring, grandparent, grandchild, aunt, uncle, niece, nephew) to 
emotionally related persons (e.g. spouse, in-laws, adopted parent or child, friend) (see 
chapter 7 in this book). 

While donating a kidney to a family member or a loved one is understandable, giv- 
ing it to a completely unrelated stranger might seem suspicious. Until recently, phy- 
sicians, ethicists and policy makers were reluctant to support unrelated living organ 
donations. As Gohh et al. note, such donors were considered to be “an impenetrable 
taboo” (2001: 619); but this attitude is slowly changing. Some countries have relaxed 
their organ procurement policies to also allow non-directed organ donations, but such 
transplantations from living donors still represent only a marginal number of living 
donations (see chapter 8 in this book). 


1 https://www.newscientist.com/article/mg23431310-900-would-you-give-one-of-your-kidneys-to-a- 
stranger/#ixzz6ldddqBLN. (accessed March 31, 2020). 
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In last two decades living donors have become an important source of transplant 
organs. The average worldwide proportion of live kidney donors to all kidney donors 
(live and deceased) is about 42 per cent (for comparison, in the USA it is 28 per cent, 
in the European Union 20 per cent) (Dominguez-Gil/Matesanz 2018: 18, 31, 46). In 
countries with a low cadaveric organ procurement rate, and which have difficulties 
raising it (for example, due to unwillingness to change from an opt-in to an opt-out 
procurement policy), the increase in living donations is crucial. In countries like Israel, 
the Netherlands, the UK and the USA, living kidney donations have become the most 
important alternative to deceased kidney donations. 

People who risk their own life to save the life of another are generally considered 
to be heroes. Accordingly, awareness-raising campaigns often use heroic images and 
narratives when appealing to ordinary people to become live organ donors. As Hansen 
et al. have pointed out in their analysis of posters used in such campaigns, the moral 
appeal of heroic donors is that they are “elevated to the level of a superhero in every- 
day life” (2018: 6). Images used in such campaigns usually directly refer to the comic 
hero Superman. The superhero image and narrative have also been recently used in the 
Europe-wide awareness-raising campaign organized by the European Union during 
the 2018 “European Day for Organ Donation and Transplantation”. The leading slogan 
of the campaign was “Be ready to save lives, become a superhero!” and it referred to 
popular superheroes.” 

Since the gap between demand and supply of transplant organs is permanently 
high, it is reasonable to ask whether appealing to heroic organ donors is enough to 
solve the shortage of transplant organs. While one might argue that all is needed is 
to improve the efficacy of campaigns to increase donor numbers, some commenta- 
tors are proposing more radical changes to the whole philosophy of organ donation. 
After six decades of experience with the current organ procurement system, a growing 
number of voices argue that the policy of altruistic donations has reached its limits; 
it is too idealistic and needs to be replaced with a more realistic model. According to 
these proponents, most of whom are economists, the organ market should sooner or 
later reach an equilibrium between the demand and supply of transplant organs, just 
like any other commodity (Nelson 1991; Thorne 2006; Beard et al. 2013). 

However, since the early days of transplantation practice, the world-wide attitude 
have been almost universally against the commercialization of transplant organs. This 
attitude does not seem likely to change in foreseeable future.’ Indeed, in recent years 
the stance against the commodification of human organs has been strengthened in 
the form of measures against organ trafficking at the national as well as international 
level, while arguments that a legal organ market would eliminate the black market in 
human organs have not been widely accepted (see chapter 11 in this book). 

The debate about the finding new ways to solve the inefficiency of the altruistic 
model is often framed as a dichotomy or moral dilemma, in which there is a choice 
between a moral but ineffective altruistic model on the one hand, and a morally con- 


N 


https://www.edqm.eu/en/news/be-ready-save-lives-become-superhero-say-yes-organ-tissue- 
and-cell-donation; —_https://video.repubblica.it/dossier/lucca-comics-2019/lucca-comics-chiese-a-11- 
anni-di-essere-assunto-da-magic-oggi-e-il-designer-delle-carte-da-gioco/347231/347814?ref=vd- 
auto&cnt=1. (accessed January 16, 2020). 


3 The only exception is Iran, where financial incentives for kidney donation are officially permitted. 
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tested but (presumably) effective commodification model on the other. In the words 
of Gillespie: “A vocal alternative to the status quo policy of altruism is a market-based 
approach: pay people for their organs.” (2019: 101) 

In my view, it is misleading to frame the debate on organ shortage as a simple 
dichotomy between altruistic and non-altruistic alternatives, where the non-altruis- 
tic alternative usually means accepting some form of payment for transplant organs, 
including an organ market. 

In the following, I explore the possibility of organ donation based on indirect rec- 
iprocity, which might overcome the conceptual deadlock between altruism and com- 
modification. My main goal is to ethically justify an organ donation policy in which 
donations are indirectly reciprocated. I focus on kidney exchange transplantations, 
whereby, to overcome biological obstacles, donor/recipient pairs exchange kidneys. 
Kidney exchange is considered to be the most important innovation in living organ 
donations in recent years. In general, kidney exchanges are presumed to be fully com- 
patible with the altruistic model: all donors involved in kidney exchanges seem to be 
altruistically motivated. In contrast, I argue here that kidney exchange is not compat- 
ible with the altruistic model, since the motivations of donors cannot be considered 
to be (purely) altruistic, and in fact indirect reciprocal relations are set up between 
donors and recipients. I further argue that kidney exchange might nevertheless be 
ethically justified if indirect reciprocity is morally accepted. 

In the following, I begin by describing the background to the organ shortage cri- 
sis and the importance of living organ donations, in particular kidney exchange pro- 
grams. This is followed by a brief overview of kidney exchange schemes. Next, I revisit 
and analyze the ambiguities of altruism, reciprocity, exchange, and market as these 
concepts are used in organ donation discourse. Such analysis will prepare the ground 
for further analysis of kidney exchange as an example of indirect reciprocity. Finally, I 
present my argument that kidney exchange can be ethically justified on the condition 
that indirect reciprocity is accepted as an additional moral principle alongside altru- 
ism. 


2. Transplant Organ Shortage and Kidney Exchange Innovation 
2.1 Chronic Shortage of Transplant Organs 


Over the past fifty years, the transplantation of human organs has become a global 
practice. From a medical point of view, it is a great success story; the only limiting 
factor is the number of available transplant organs. Unfortunately, the disproportion 
between organ supply and demand, especially for kidney transplantations, continues 
to widen. Even though the number of transplantations has increased in recent years, 
the number of transplant candidates has increased even faster. For example, in the US 
between 1991 and 2017, the number of transplants has increased by 121 per cent and 
organ donors by 137 per cent. However, over the same period the number of people on 
the waiting list has increased by 396 per cent. As of January 2019, there were 113.000 
people on the waiting list, with 20 people each day waiting for a transplant.‘ The situa- 


4 https://www.organdonor.gov/statistics-stories/statistics.html (accessed June 29, 2020) 
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tion is similar in Europe: in 2016 over 142.000 patients in the Council of Europe mem- 
ber states were registered on a waiting list (an increase of about ten per cent compared 
to 2013); every day, 19 patients die in Europe waiting for a transplant." 

In order to increase the number of available organs, health care professionals have 
become more open to accepting living donors, although they were initially reluctant 
to follow this path because of the specific ethical difficulties related to living donors. 
Living donors can donate a kidney, a liver lobe, a pancreas segment, and recently a lung 
lobe. The highest demand is for kidneys, which together with liver represent about 88.2 
per cent of all solid organ transplantations (kidney 64.9 per cent and liver 23.3 per cent). 
Since 2000, the global number of living kidney donations increased rapidly from 7.676 
to 32.085.° 

It is broadly accepted that the shortage of available organs for transplantation is 
chronic. However, not everyone agrees that the current altruistic model has reached 
its limits and must be replaced. Defenders of the current system of organ procurement 
argue that full potential of the altruistic model has not been reached, and that there is a 
lot of scope to improve its efficiency. For example, Jawoniyi et al. (2018), based on their 
systematic review of literature on the organ donation/procurement from deceased 
donors published between 2005-2015, concluded that if the web of factors responsible 
for limiting the procurement of transplant organs was adequately addressed, there 
would be enough organs to meet all transplantation needs. Of the various factors they 
identified in their meta-analysis, the most important were health care professionals’ 
attitudes toward, and experience of, the organ donation and transplantation process. 
However, Spain, which for years has had the highest rate of organ procurement and is 
referred as a model for other countries to follow (the so called Spanish model), is far 
from being self-sufficient in organ supply. This probably illustrates the limits of altru- 
istic model for the cadaveric donation scheme (Matesanz et al. 2017). 


2.2 Kidney Exchange Schemes 


Kidney paired donations, also known as kidney paired exchange or just kidney 
exchange (KE), are probably the most important recent innovation in the policy of 
organ procurement, and they have already significantly increased living kidney dona- 
tions over the last two decades (Veale et al. 2009). In principle, KE is ingeniously sim- 
ple: put together emotionally connected pairs of potential donors and recipients, who 
are deeply motivated but unfortunately immunologically incompatible, and arrange 
them in such a way that a donor from one donor/recipient pair donates a kidney to an 
unrelated but immunologically compatible recipient from another such donor/recipi- 
ent pair. The idea of KE was already discussed as early as the 1970s. In 1997, Ross with 
collaborators proposed a pilot study of the clinical and ethical aspects of paired kidney 
exchanges, which stimulated discussion and later implementation of KE in transplan- 
tation practices (Ross et al. 1997). 


5 https://www.edqm.eu/en/news/european-day-organ-donation-and-transplantation-eodd-2018-aware 
ness-campaign-starts. (accessed March 3, 2020) 

6 http://www.transplant-observatory.org/download/2017-activity-data-report/ (accessed March 3, 
2020. 
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The simplest form of KE is a kidney swapping between two donor/recipient pairs 
(so called two-way exchange): a donor from each pair provides a kidney to an immu- 
nologically compatible recipient the other pair. However, kidney exchange can also 
be arranged between more than two pairs, for example between three and four pairs 
(three- or four-way exchange). These are examples of closed KE schemes because they 
involve a closed circle of kidney exchanges — the donor from the last donor/recipient 
pair donates kidney to the recipient from the first pair. In practice, the number of 
donotr/recipient pairs that can be arranged in this way is quite limited. 

The first kidney exchange in the world was performed in South Korea in 1991, and 
three- and four-way exchanges began there in 1995. In 1999, the first kidney exchange 
was performed in Europe (Switzerland), and in 2000 in the USA. In 2002, the Paired 
Donation Consortium was set up in the USA, and it started to organize kidney 
exchanges on a bigger scale between transplant programs across the country (Wallis 
et al. 2011). 

An important step towards a more efficient form of kidney paired exchange was 
developed by Montgomery et al. under the title “domino paired kidney donation” 
(2006: 419) or kidney exchange chain (KE chain), which was later implemented with 
a great success in the USA. According to this scheme, a non-directed stranger donor 
is matched with pools of incompatible donor/recipient pairs which otherwise would 
not be able to exchange kidneys among themselves. The unpaired stranger donor (also 
called altruistic donor) gives a kidney to a recipient in the first incompatible donor/ 
recipient pair; the donor from that pair then donates a kidney to a recipient in the 
next incompatible donor/recipient pair, thus initiating a chain of matches between 
incompatible donor/recipient pairs. The domino effect multiplies the number of trans- 
plants. The donor from the last matching donor/recipient pair in this domino sequence 
could donate to the first eligible recipient from the waiting list, which would close this 
matching sequence (closed KE chain). Alternatively, the altruistic stranger donor could 
become a bridge donor who later initiates a new KE chain. 

Bridge donors agree in advance to donate his/her kidney, not when his/her loved 
one in the incompatible pair receives a kidney transplant, but later to a recipient in 
another incompatible donor/recipient pair: this is the first pair in the new chain KE. 
The bridge donors ‘bridge’ or ‘link’ two distinct KE chains, merging them into a larger 
chain. This innovative variation, called ‘NEAD’ (never ending altruistic donor) chain, 
was first proposed in 2007 (Rees et al. 2009). Bridge donors could also be altruistic 
stranger donors (unrelated non-directed living donors)’ who instead of donating a kid- 
ney to a waiting list may link two domino chains, or they may link unexpected breaks 
in a chain, as when a matching donor from incompatible donor/recipient pair decides 
to withdraw (see also chapter 8 in this book). The utilization of bridge donors has 
dramatically multiplied the number of transplants performed. Using bridge donors, 
donation chains can theoretically be unlimited (‘never ending’); in practice, the longest 
transplantation chain to date has surpassed 100 kidney donations (Cook 2018). 


? 


7 According to a new classification proposed by ELPAT (Ethical, Legal, and Psychosocial Aspects of Trans- 
plantation, a section of the European Society for Organ Transplantation), such donations are better 
referred to as unspecified donations (Dor et al. 2011). 
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KE chains have attracted widespread media coverage, including a front-page story 
in the New York Times? and nation-wide prime-time broadcasting on TV promoting 
the idea of KE to general public. According to Healy and Krawiec, kidney exchange, 
and in particular NEAD chains, “in some ways [NEAD chain] resembles a form of gen- 
eralized exchange (italics in original) an ancient and widespread instance of the norm 
of reciprocity [...] as the obligation to ‘pay it forward’ rather than the obligation to 
reciprocate directly with the giver.” (2012: 103) However, they argue it differs in some 
important details from generalized exchange: (for example, a NEAD chain is open, it 
does not cycle back, it occurs between pairs rather than individuals, and it is carefully 
organized instead of spontaneously emerging). Importantly, in their analysis of NEAD, 
Healy and Krawiec do not treat kidney exchange as a market exchange but rather as 
a social exchange phenomenon, and they point out that “imaginary of solidarity and 
collective commitment generated through a chain of gifts has been important to the 
success of NEAD chains” (ibid: 104). If two persons are involved in reciprocal interac- 
tions, we talk about dyadic reciprocity. But ifinteractions involve a third party, either a 
number of people in a complicated network of reciprocal interactions, or an institution 
(e.g. ahealth insurance company), we talk about indirect reciprocity in organ donation 
(for indirect reciprocity mechanisms, see Ferguson 2015: 214-215). 

The latest innovation in kidney exchange is the global kidney exchange (GKE) pro- 
gram (Rees et al. 2017), which extends the pool of incompatible donor/recipient pairs 
to the developing world. In general, GKE’s philosophy is designed to overcome both 
immunological and poverty barriers in transplantation. There are many end-stage 
renal diseases in developing countries where no funds for KE programs are available 
to patients even though there are potential donor/recipient pairs. Two possible GKE 
schemes have been suggested. First is a simple two-way kidney exchange between two 
incompatible donor/recipient pairs: a donor from a developing-world pair donates a 
kidney to a recipient in a pair from developed world and vice versa. Up to that point, 
this would be an international kidney exchange. However, in addition, transplant and 
long-term care for the kidney recipient in the developing-world pair is paid for by funds 
from developed country. This produces an apparent win-win situation: in the devel- 
oped country, the health care insurance system saves money because transplantation 
is cheaper than long-term dialysis; in the developing country, the recipient would not 
have been able to receive a transplant kidney even if they had an immunologically com- 
patible donors, because without extra funding the local health care insurance does not 
cover transplantation and post-transplantation health care costs. The second mecha- 
nism of GKE schemes is when a donor from a pair in the developing world initiates a 
KE chain by donating a kidney to a recipient in a pair in developed world (Rees et al. 
2017). Thereby, the health insurance funds of all involved recipients can be combined 
to finance the transplantation costs for the recipient in the pair from the developing 
world. However, GKE is highly controversial because it involves a transfer of finances 
from incompatible donor/recipient pairs in developed countries to donor/recipient 
pairs in developing countries. 


8 https://www.nytimes.com/2012/02/19/health/lives-forever-linked-through-kidney-transplant- 
chain-124.html?_r=o (accessed June 29, 2020) 
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3. Altruism and Reciprocity: Theoretical Foundations 
3.1 Prolegomena to All Models of Organ Donation Based on Reciprocity 


The altruistic model of organ donation is often said to be chronically ineffective and 
therefore should be replaced by some model of organ selling. This implies there are 
only two options: either the organ donor acts purely altruistically, or they receive 
money to donate. I consider such a dichotomy to be misleading and harmful to efforts 
to increase donor numbers. 

Instead, I suggest a third alternative regarding how to deal with the organ short- 
age — one based on indirect reciprocity. Such a model would not be altruistic (although 
it would incorporate altruistic organ donation), but neither would it be based on com- 
mercialization of organ procurement. The idea of using reciprocity to motivate organ 
donation and thus dramatically increase donor numbers is not new. It is based on a 
model of human behavior, which assumes that organ donations will significantly 
increase if the organ procurement policy is set up in such a way that it is in a person’s 
self-interest to commit to organ donation. 

For example, Nadel and Nadel (2005) proposed that the US system of organ pro- 
curement be changed so that those who committed to donating an organ after death 
(the USA has an opt-in system) would receive priority on a waiting list, or live kidney 
donors would also receive priority if they later needed a transplant organ. The major 
complaint about a reciprocity policy was already formulated for a similar reciprocity 
proposal a decade earlier by the US federal organ procurement authority (UNOS): it 
inherently compromised the altruism of the existing organ procurement policy. Nadel 
and Nadel counter that “priority policy would actually represent a form of ‘reciprocal 
altruism” (ibid: 320), a concept used in both evolutionary biology and experimental 
economics. However, their proposal has never been accepted. 

Several similar policies based on reciprocity have been suggested. For exam- 
ple, Kolber (2003) has suggested a model of priority incentives for opt-in system of 
deceased organ donation. According to this proposal, registered adult organ donors 
are given some priority should they need an organ themselves. Such a system has been 
implemented in Israel (Lavee et al. 2010; Zaltzman 2018). A more radical version of 
this model has been suggested by Tabarrok (2002: 107), who has dubbed it “no-give, 
no-take”. According to this model, signing the organ donor card would be a necessary 
condition for entry into the pool of potential organ recipients. Critics have argued that 
such a system is in fact equivalent to buying organ transplantation insurance. 

The vast majority of proposals that involve some reciprocity for organ donations 
have not been implemented (Israel’s abovementioned priority system is one of few 
exceptions). The main reason is that they challenge principles and values of organ 
donation at a much deeper level than their proponents may realize. At first glance, it 
may seem that such policy proposals are just pragmatic compromises between the two 
extremes of altruism and commercialization; it should therefore be enough to defend 
them on the grounds that they will save more lives. Why then have proposed reciproc- 
ity policies not been welcomed even though they promised higher rates of organ dona- 
tion without the introduction of an organ market? Answering this question requires 
re-examination of a founding principle of the altruistic model and carefully analysis of 
the relationship between altruism, reciprocity, and commercialization. I believe that 
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many proposed reciprocity policies have failed because they have not included such 
analysis, and furthermore they use terms such as altruism, reciprocal altruism, rec- 
iprocity, exchange, and market ideologically and imprecisely. In what follows, I ana- 
lyze kidney exchange from the indirect reciprocity and altruism perspectives. This will 
prepare the ground for my argument that KE cannot be ethically justified within the 
framework of altruistic model. 


3.2 Genuine Altruism, Quasi Altruism, and Reciprocity 


Let us begin by examining the relationship between altruism and reciprocity. What 
is obvious from the start is that the boundaries between altruism and reciprocity are 
blurred, as are the boundaries between reciprocity and commerce, as we will later see. 
The understanding of altruism in organ donation has been confusing from the very 
beginning. In his seminal book The Gift Relationship, Titmuss (1970) refers to blood 
donation as a form of altruistic gift-giving: a selfless behavior without any expecta- 
tion of repayment, in contrast to the blood procurement policy in the USA, which was 
partially based on blood purchasing. Since that time, the gift metaphor, as a synonym 
for non-commercial altruistic giving, has dominated narratives on blood, and later 
organ procurement policies (Childress 1986). Unfortunately, Titmuss conflates two 
different meanings of the gift term (Sykora 2009): the gift as a voluntary act of pure 
generosity (as in a charity donation or the giving of alms), and the gift as a tool of 
negotiating social relations. For Titmuss, who was inspired by Mauss’s concept of gift 
(Mauss 1954), the act of giving blood is voluntary, altruistic, and unilateral, without 
any obligation to reciprocate. This is how most lay people and health care professionals 
continue to understand the term ‘gift’ in relationship to organ donation (Sharp/Rand- 
hawa 2014). However, the Maussian gift is nothing like this. Rather, it involves the tri- 
ple obligations: to give, to accept, and to reciprocate. Despite his misunderstanding of 
the Maussian gift, Titmuss argues that altruistic blood donation transcends the given 
material thing itself, becoming what Mauss has called a ‘total social fact’ (fait social 
total) - an activity with symbolic, economic, axiological, political, legal and religious 
implications, when subjective as well as objective aspects of a thing are interwoven 
together. Titmuss uses his understanding of Maussian gift relations as a paradigm 
for the creation of non-commercial “islands” (for health care systems and education) 
inside the modern free-market economy society. I believe that Mauss would be excited 
by kidney exchange policies, which would be exactly what he had in mind when he was 
referring to the total social act. But as we saw, Maussian gift relations are based on 
reciprocity and obligations. Jurgen de Wispelaere calls them “quasi-altruistic social 
transfers”, which are very valuable in society, but they “do not fit the analytical cate- 
gory of an altruistic act precisely because their motivation is not a fundamental con- 
cern for the other but rather a Humean enlightened self-interest” (2004: 11-12).’ And de 
Wispelaere immediately adds that “[o]nce we accept the distinction between altruism 
and quasi-altruism, many apparent cases of altruistic behaviour turn out not to prop- 
erly fit the definition” (ibid: 12). That is, to be ‘pure, ‘genuine, ‘strong’ altruism, in con- 


9 According to Hume, enlightened self-interest is when someone serves their own interests by consid- 
ering and serving the interests of others. Thus, motivated by self-interest, we keep our promises to 
others in order to ensure that others also keep their promises to us in the future (cf. Cohon 2018). 
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trast to quasi-altruism, an act must be motivated only by a desire to benefit someone 
other than oneself (Kraut 2018). 

For moral philosophers who treat altruism as a moral principle, altruistic acts 
should be impartial. Thus, transplant organs should be given to anybody who needs 
one, as is the case in unrelated, non-directed organ donations (donors as altruistic 
strangers). Giving a transplant organ to a loved one is not impartial. But helping emo- 
tionally related people is very natural human behavior; it can hardly be classified as 
immoral, although it is not altruistic according to the impartialistic definition. Crouch 
and Elliott blame the notion that the human agent is independent, disengaged from 
others, for producing “an inadequate picture of the human agent within the family” 
(italics in original), because “being devoted to the family and its members is a source 
of deep meaning and value in our lives and the lives of those around us” (1999: 283). As 
they conclude, the interests of a family member are bound with the interests of the 
family and its members. But Ross et al. argue that intrafamilial donations, although 
they are still worthy of moral praise, are not altruistic, because “they serve the inter- 
ests of recipient as well as the interests of the family” (2002: 419). By contrast, Daar 
(2002) replies that intrafamiliar organ donations are altruistic because altruism does 
not negate every element of self-interest. He believes that Ross et al. do not take into 
consideration that even altruistic strangers, “the purest of altruist”, may “have their 
own equally binding sense of intimacy, obligation, and duty” (2002: 425) to unrelated 
recipients. 

The debate between Ross et al. and Daar started with the aim of determining 
whether unrelated and related living donor should be on the same ethical level, but 
it soon became an inquiry into the nature of altruistic organ donation itself. It is a 
good illustration of how difficult it is to differentiate between ‘pure’ and ‘not-so-pure’ 
altruistic behavior. 


3.3 The Paradox of the Altruistic Donation Model 


It is generally agreed within the transplantation community that the current organ 
procurement policy, which has operated for more than a half a century, was “founded 
onthe pillars of altruism” (Dalal 2015: 45), whereby organ donations from both deceased 
and living donors must be purely altruistic. 

Unrelated non-directed living donors who donate organs (mostly kidney) anon- 
ymously to a stranger on the waiting list are consistent with such a definition of 
altruism, and this is the reason why they are often called ‘Good Samaritan donors’, 
‘altruistic strangers’, or ‘altruistic donors’. As Daar (2002) points out, if altruism is the 
most acceptable basis for organ donation, then altruistic strangers should be the most 
acceptable donors. But they are not. In fact, for a long time they were not accepted as 
donors at all, and this attitude has only recently changed, and only in some countries. 
Are they saints (biblical ‘Good Samaritans’), or are they crazy? Conversely, does it mean 
that so-called related and directed living donors - donors who are emotionally related 
to the recipient — are not altruistic, or not altruistic enough? A careful reading of the 


10 “It is characteristic of modern moral thought to see impartiality as a requirement of, if not a funda- 
mental component of, morality.” (Jollimore 2020) 
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following text from The Transplantation Ethics reveals difficulties with basing various 
forms of organ donation on altruism: 

Finally, some transplant programs even began to consider purely altruistic live 
donors of kidneys to strangers when donors had no expectation of any reward beyond 
the satisfaction of helping another human being in need. Because we do not want to 
imply that those who donate to family members and friends are not also in some sense 
‘altruistic’ [...]” (Veach/Ross 2015: 187-188, my italics). 

The word ‘even’ here refers to the beginning of the practice of accepting altruistic 
strangers, who had previously not been allowed to donate organs. Without a doubt, 
donors to strangers may be classified as “purely altruistic”; there is no even theoretical 
possibility that they, anonymous donors, not knowing recipients of their kidney, could 
be rewarded by them. However, although there is no reward from recipients, donors 
may receive a psychological reward in form of “satisfaction” — simply feeling good for 
saving somebody else life, or a boost to his/her own self-esteem. Finally, saying that 
the donation of a kidney to a loved one is also “in some sense ‘altruistic” indicates that 
there is a perception of different levels of altruism, that the giving kidney to a stranger 
is more altruistic than giving it to an intimate. 

But isn’t it a paradox that theoretically ideal altruistic organ donation has been seen 
for a long time as pathological behavior, and altruistic strangers have been refused 
by the medical practitioners because their mental health was questioned (today, even 
though altruistic donors are accepted in principle, a part of their selection involves 
psychosocial tests). Some critics of the stranger donors refer to “the dark side of altru- 
ism” (Flescher/Worthen 2007: 31). For example, the famous case of Zell Krawinsky, a 
millionaire who against the wishes of his wife donated a kidney to a stranger, has been 
much discussed in a literature (ibid: 31-42). 

Munson (2007) offers an interesting interpretation of this discussion, arguing that 
the debate between Ross et al. 2002 and Daar rests on a misunderstanding of the role 
of altruism in organ donation. According to Munson, altruism “is not a moral basis for 
allowing living donors”; it is “a value, but it is neither a duty nor an ethical principle, 
and it is a mistake to look to it to justify donation policies” (ibid: 224). Altruism may 
serve as an explanation of donor’s motives, but it is not the moral norm for allowing 
donation because “a misanthrope who wants to become a donor is as acceptable as a 
philanthropic superstar” (ibid: 224). It is important to note that there are several ethi- 
cal principles and societal values on which organ donation is based: not only altruism, 
but also respect for the human dignity, autonomy, equity, and justice (see also chapter 
11 in this book). It is the special status that the human body holds which has, histori- 
cally and today, informed many of the general public’s moral intuitions against com- 
modification of human organs. 

Munson thus supports the distinction between altruism defined by motivations 
and altruism defined by outcome - what I have called, respectively, the narrow con- 
cept of altruism, used by ethicists and philosophers, and the broad definition, used 
by behavioral scientists and biologists (Sykora 2009). Others simply differentiate 
between motivational altruism and action/practice altruism (Moorlock et al. 2014: 134). 

The crucial problem with motivational altruism is epistemological: we are not able 
to see the true motivations behind a particular, apparently altruistic, behavior. We can 
only infer indirectly from the outcome of the behavior and its context whether there is 
even a small theoretical possibility that that behavior could somehow be reciprocated. 
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Therefore, anonymous unrelated non-directed donors are called altruistic because it 
is impossible to imagine how this could be reciprocated or what benefit donors could 
have. By contrast, there are many ways in which an emotionally related donor would 
benefit from donating a kidney to a loved one (for example, not suffering the loss of 
the loved one, or being able to share a full partnership life, which is not possible when 
one partner is undergoing hemodialysis). Moorlock et al. (2014) criticize using motiva- 
tional altruism as a criterion of altruistic donation precisely because of these epistemic 
difficulties (among other things); it is nearly impossible for transplantation staff to 
establish true altruistic motivations of donors. 


3.4 The Janus-Face like Character of Altruistic Motivation: 
Internal/Psychological Reciprocity 


In their book The Altruistic Species, Flescher and Worthen (2007) relate a story to illus- 
trate the essence of psychological egoism, the enlightened self-interest philosophical 
theory in ethics. 

The story goes like this: Abraham Lincoln, yes, that Abraham Lincoln, once argued 
with a fellow passenger on his way in coach across the country that all men were 
prompted by selfishness to do good. His fellow passenger strongly disagreed with him. 
By chance, they passed over a small bridge that spanned a slough. As they crossed, 
they heard a terrible noise made by an old sow because her piglets had got into the 
slough and were in danger of drowning. Lincoln immediately called out to the driver 
to stop for a moment. He jumped out, rescued the piglets from the mud, and placed 
them on the bank. When he returned, his fellow passenger said: “What have you done 
is absolutely against what you have just said. How did your selfishness prompt your 
behaviour to save these little pigs?” Lincoln’s answer was that what he has done was the 
very essence of selfishness: “I should have had no peace of mind all day had I gone on 
and left that suffering old sow worrying over those pigs. I did it to get peace of mind.” 
(ibid.: 87-88). 

It has long been known that the motivations of blood, tissue, and organ donors 
are mixed and complex. For example, several distinct types of motives were identified 
among unrelated bone marrow donors, among them empathy-related motives, posi- 
tive feeling (improving self-esteem), idealized helping, social obligation, and the most 
common (45 per cent) were exchange-related motives (donor’s hope that they or their 
family were in a similar situation as recipients, others would do the same for them) 
(Switzer et al. 1997). 

Based on previous works which revealed that both intended and actual blood 
donations increase positive mood in donors, Ferguson et al. (2008) tested the hypothe- 
sis that blood donation is more an act of benevolence than altruism. Three studies, car- 
ried out on about 1.500 subjects in total, supported their hypothesis. According to the 
benevolence hypothesis, both donors and recipients gain: the donor receives a personal 
reward (feeling good about themselves), and recipients receive a donation (ibid.: 328). 

There is some experimental evidence that altruistic acts such as charitable dona- 
tions involve some kind of reciprocity in form of a psychological, emotional reward. 
For example, in one study 19 participants could choose to either endorse or oppose 
societal causes by anonymously deciding to donate or refrain from donating to real 
charitable organizations. As they chose, their brain activity was measured by func- 
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tional magnetic resonance imaging (fMRI). The authors of this study found that “the 
mesolimbic reward system is engaged by donations in the same way as when mone- 
tary rewards are obtained” (Moll 2006: 15623). But maybe the difference between rare 
unrelated non-directed donors representing genuine altruistic donors (heroic donors) 
and more common “less altruistic” donors to love ones is a consequence of another psy- 
cho-sociological parameter: the individual perception of social distance. Psychological 
experiments with altruistic kidney donors classified as extreme altruists revealed that 
they do not perceive social distance between self and others (Vekaria et al. 2017). In 
other words, they perceive others as themselves (‘Love thy stranger as thyself’). If this 
is true, then “such blurred self-other distinctions would require a conceptual revisiting 
of altruism, because an overlap of one’s self- and other-concepts would leave no space 
for other-regarding preferences” (Kalenscher 2017: 2). 

It could be that such hyper altruism is one extreme of the normal distribution of 
humans’ proclivity to cooperate, with extreme egoism, misanthropism, at the other 
extreme. The vast majority would be represented by area around the average corre- 
sponding to ‘cooperator or ‘reciprocator’. 

In another study, Marsh et al. (2014) used structural and magnetic resonance 
imaging (fMRI) in conjunction with behavioral tasks to explore 19 extraordinary altru- 
ists who had volunteered to donate a kidney to a stranger. They found that extraordi- 
nary altruists have larger right amygdala as well as enhanced responsiveness to fearful 
facial expressions. It is known that reduced amygdala and reduced responsiveness to 
fearful facial expressions have been observed in psychopathic individuals. They con- 
cluded that such variation in neural anatomy and functioning can be seen as a con- 
tinuum, with extraordinary altruists at the one extreme and unusually callous ego- 
ists, antisocial psychopaths, at the other. The authors speculate that “[e]xtraordinary 
altruism in humans may be associated with variations in established neuro-cognitive 
phenomena that support social responsiveness and caring for others’ welfare” (Marsh 
et al. 2014: 15039). Commenting on these findings, Greene stresses that “the observed 
differences between altruists and controls are matters of degree and not stark categor- 
ical differences (Greene 2014: 14967). 

Such a hypothesis on altruism would perfectly accord with the model of reciprocity, 
which I suggested for cell, tissue, and organ donations (Sykora 2009, 2011). Here, the 
simple categorical dualism between altruism and market exchange based on self-in- 
terests is replaced by a continuum. 

There is no doubt that cultural, ethical, and social norms stimulate cooperative 
human behavior. However, evolutionary psychologists and experimental economists 
have suggested that there are also inner biological propensities for reciprocal behavior 
which are responsible for our species-specific ability to be involved in very complex 
acts of cooperation, including indirect reciprocal interactions (Nowak/Sigmund 2005; 
Bowles/Gintis 2011). If there are such propensities for reciprocal behavior, as empirical 
research (see for example Farrel 2015) might suggest, then a nudging approach could 
be used to exploit these propensities in the design of more effective organ procure- 
ment policies. It is surprising that until recently almost no attention has been paid to 
reciprocity in public policy designing (Oliver 2017, 2019). Although, the fathers of the 
nudge theory, Thaler and Sunstein (2008), have already speculated about encouraging 
higher rate of cadaveric organ donation by changing opt-in policy to mandated choice 
based on our cognitive biases. However, they ignore the bioethical complexity of the 
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issue (see chapter 3 in this book). It is yet to be empirically verified whether nudging in 
organ donation could use human propensities for reciprocal behavior. A much stron- 
ger criticism of the use of neurobiological proclivities to reciprocal behavior to design 
more efficient organ donation policies is that they are reductionist and determinis- 
tic (Campbell 2009: 21-23). But this is a strawman argument since human proclivities 
towards a particular behavior can hardly be equated with biological determinism. 

A review of 23 studies on public attitudes to various organ procurement policies 
(Hoeyer at al. 2013) has found that there is broad public support for some kind of reci- 
procity to bea part of organ donation policies, but not so much for financial incentives 
or payments for organ donation. The metastudy revealed that there is a general pref- 
erence for new non-financial reciprocity policies, such as removing disincentives, over 
policies based on financial incentives such as cash payments. Interestingly, an import- 
ant factor was whether remuneration was perceived as expression of fairness (thus a 
form of reciprocity) or as an incentive. 


3.5 Reciprocity, Exchange, and Market 


The common understanding of reciprocity (reciprocate, reciprocal) implies “a relation 


n a 


(as in each other)”, “a mutual or equivalent exchange or a paying back of what one has 
received (‘reciprocated their hospitality by inviting them for a visit’)’, “mutual, joint, 
shared” (Concise Oxford Dictionary 1999: 1002)." The language, semantics, is of a great 
importance here, because it frames the discourse in a particular way. For example, 
there is a big difference between referring to kidney swapping between pairs as ‘kid- 
ney exchange’ (typical in the USA) or ‘kidney sharing’ (in Europe). 

Although an organ market is generally considered to be immoral, several authors 
argue that a system which would provide financial rewards to donors is morally justi- 
fied, especially in case of living donors, who put themselves at a non-trivial health risk 
(e.g. Radcliffe-Richards et al. 1998; Dijk/Hilhorst 2007). Many authors propose a softer 
alternative of a regulated market. In the so-called ethically regulated organ market, 
organs would be bought from donors for a fair price by a non-profit organization; how- 
ever, the organs would not be sold to recipients but instead allocated according to med- 
ical criteria. Money for buying organs would come from health insurance companies 
and charities (Erin/Harris 2002). 

But the principal objection to any kind of market, regulated or unregulated, is that 
it transforms human organs into commodities — and it is not acceptable to commodify 
the human body because of its inherent dignity (see also chapter 11 in this book). 

One of the biggest problems with the use of reciprocity as a basis for organ dona- 
tion policy is that it is usually equated with exchange, in particular market exchange. 
Andif market exchange is not allowed for organ procurement, then organ procurement 
based on reciprocity should not be allowed. But this argument is not valid because rec- 
iprocity should not be equated with market exchange. For sociologists and anthropol- 
ogists, exchange, along with reciprocity, have much broader meanings. Indeed, they 
are considered to be the basis on which the entire social and ethical life of civilization 
rests. Social exchange theory describes human social behavior from the perspective 


11 Cp. https://www.merriam-webster.com/dictionary/reciprocate (accessed June 29, 2020). 
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of social exchange and reciprocity; the exchange of goods at the market is just a very 
small part of it (Cook/Rice 2006). 

Indirect reciprocity plays a crucial role in human societal solidarity, and it is behind 
many modern welfare state policies, such as the tax, pension, and health care systems. 
Komter has explored the relationship between the gift giving and solidarity, asking 
whether they are any similarities “[B]etween donating blood and being a union mem- 
ber?” (2006: 203). In her study she noticed that when respondents expressed motives 
for gift giving that they believed were purely altruistic - friendship, love, gratitude, 
respect, loyalty, or solidarity - they may have had a strategic aim. According to Kom- 
ter’s analysis, reciprocity is a key and most effective factor in “creating the cement of 
society” because reciprocity is “the elegant combination of self-interested concerns 
with the requirements of social life” (ibid). 

And finally, modern economists also see reciprocity in a much wider context than 
just a synonym for the exchange of goods. For example, according to renowned econo- 
mist Serge-Christophe Kolm (2006), ithas become common after WWII to distinguish 
three types of economic systems: exchange (referring to market exchange), redistri- 
bution, and reciprocity. In his comprehensive study on reciprocity from the economic 
point of view, he refers to reciprocity as “one of the main basic social relations that 
constitute societies” (ibid.: 375). Thus reciprocity “consists of being favorable to others 
because others are favorable to you” (ibid.). 


4, Altruism, Kidney Exchange, and Reciprocity 
in Transplantation Medicine 


4.1 Is Kidney Exchange Morally Wrong because it is not Altruistic? 


Having shown how confusing the use of concept of altruism in transplantation eth- 
ics could be, I now turn to the analysis of the kidney exchange concept from the per- 
spective of altruism. Altruism is by definition an ethical barrier to commodification 
of human organs; altruistic organ donation is usually understood as the antithesis to 
buying and selling human organs. Obviously, commercial relations between seller and 
buyer are not based on altruism but on self-interest. Critics of KE argue that this sys- 
tem is not based on altruism: although kidneys are not exchanged for money, they are 
still exchanged, in what amounts to a form of kidney barter. This is a form of non-mon- 
etary market, and therefore KE is a commodification of kidneys. 

In the USA, the question of whether KE procedures can be introduced at trans- 
plantation centers is not just ethical, it is also legal. Would KE be compatible with the 
federal organ donation legislation (The National Organ Transplant Act, NOTA), which 
bans organ markets? Therefore, opponents of the KE scheme, such as Menikoff, see it 
as “a quasi-contractual arrangement”, and although “no money changes hands,” it is 

“a step toward for-profit transactions, and it threatens to undermine the organ donor 
system” (1999: 28), which is based on altruistic donation. However, after several years 
of debate, legislators finally declared that KE procedures were compatible with the 
NOTA (an amendment to the NOTA declaring it was fully compatible with KE had to 
be added). With this change, proponents of organ markets now argue that because 
kidney exchange procedures are legal, kidney markets should be too. Such an argu- 
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ment, of course, is also used by critics of KE, who argue that the system’s market-like 
character means that it should not be legalized. 

The word exchange in the term “kidney paired exchange” is the main reason that 
KE could be so easily classified as barter. Because economists classify barter as a form 
of trade, critics of KE argue that although it involves no selling and buying, it is in fact 
a form of kidney market: “From an economic point of view, a kidney exchange is one of 
the purest forms of trade.” (S6nmez/Unver 2017: 681). 

Even if we do not agree that kidney barter is a form of trade, we still encounter an 
ethical problem because of the reciprocal relations underpinning KE. For defenders of 
genuine altruism in organ donation, KE represents the gradual slide down the slippery 
slope towards an organ market and the commodification of the human body. In their 
view, the pragmatic and utilitarian justifications cannot counterbalance the abandon- 
ing of the ethical principle of altruism. 


4.2 Towards Indirect Reciprocity Model 


Minerva et al. (2019) argue against the accusation that the GKE program is unethical 
because it is a form of organ trafficking and involves exploitation of the poor, coercion, 
and the commodification of transplant organs. They defend GKE as non-commercial, 
arguing that any money involved is used solely to cover the cost of the transplantation, 
not to buy organs. They also refer to the altruistic motivation of all donors participat- 
ing in GKE to help a loved one; a fortiori GKE cannot be considered to bea form of organ 
sale: “[T]he motivation of all donors involved in the GKE, whether in high income or 
low income countries, is not financial gain, but altruistic: to help a loved one to survive 
kidney failure.” (ibid.: 1776). 

In kidney exchange, a donor does not directly donate to a loved one but to an unre- 
lated recipient in another donor/recipient pair. However, because they donate on the 
condition that their loved one receive a kidney in return, their primary motivation is 
not to help an unrelated person but rather their loved one. In KE the formula could be: 
‘You give your kidney to my loved one and I'll give my kidney to your loved one’, a vari- 
ation of “You scratch my back and I'll scratch yours” — a classic expression of reciprocal 
altruism. 

There is empirical support for the claim that reciprocity, not altruistic giving, is 
fundamental to KE programs. According surveys, most KE donors would not be likely 
to donate to their respective recipients without a kidney being designated to their 
partners. As Toews et al. point out: “Donation through kidney paired donors is done in 
exchange for — and with expectation of - a reciprocal kidney donation and transplan- 
tation.” (2017: 1996) In fact, one of the reasons why two- or three-way KE are performed 
simultaneously is so that donors do not have the chance to withdraw after their loved 
one receives their transplant. 

The Nuffield Report on the Human Body (2011), prepared by the highly respected the 
UK Nuffield Council on Bioethics, is clear about the reciprocal character of KE: kid- 
ney exchange is underpinned by the “value of reciprocity”, the donor/recipient pairs 
enter “a reciprocal arrangement” (ibid: 121). The Report documents a significant shift 
in organ and tissue donation discourse from pure altruism to the acceptance of some 
forms of reciprocity — since there is a close connection between reciprocity and soli- 
darity, and solidarity and altruism are seen as overlapping concepts. 
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5. Conclusion 


The current system of organ procurement based on altruistic organ donation is con- 
sidered by many to be “a qualified failure” (Satel et al. 2014: 217), and the most com- 
mon suggested solution is to replace it with some form of organ market scheme. I have 
argued that we need to stop thinking in this dichotomy, and I have proposed a new 
approach to the organ shortage problem based on indirect reciprocity. Such a model 
would not be altruistic (although it would incorporate altruistic organ donation), but 
neither would it be based on commercialization of organ procurement. 

I argue here that the fundamental human propensities for reciprocal behavior 
(explored by experimental economists and behavioral psychologists) could become an 
important part of the complex motivations behind organ donation, and could dramati- 
cally increase the number of donors. If the organ procurement policy is set up so that it 
would be in a person’s self-interest to commit to organ donation, this should translate 
into higher organ procurement and therefore more transplantations. The blurred line 
between reciprocity and market exchange is probably the main reason why various 
new policy proposals to stimulate motivation through some kind of reciprocity are 
viewed with great distrust and fear of organ commercialization. 

The borderline between altruism and reciprocity is also blurred. I have explored 
here the ambiguity of altruistic motivations, and the relationship between altruism 
and reciprocity in both unrelated non-directed living donors (heroic altruistic donors) 
as well as emotionally related directed living donors. Complex motivations of emo- 
tionally related directed donors, who are willing to give organs to a loved one but not 
to a stranger, involve an important aspect of reciprocity, in which genuine concern for 
the well-being of the loved person merges with self-interest. 

Next, I analyzed indirect reciprocal relations between donors and recipients from 
immunologically incompatible donor/recipient pairs participating in KE transplan- 
tation programs. KE is a very successful innovation in living organ donation with 
great potential to increase the organ procurement rate. In my interpretation, the very 
essence of kidney exchange policy is indirect reciprocal relations between donors and 
recipients (with important exception of bridge donors). 

The concept of altruism has been used recently to defend GKE programs from the 
accusation that they are a kind of organ market, organ trafficking (Minerva et al. 2019). 
The authors argue that GKE cannot be organ trafficking because all donors involved in 
GKE have altruistic motivations (to help a loved one). I agree that GKE is not an organ 
market, but not because kidney donation in KE is altruistic; rather, there is no organ 
selling and buying in GKE or other forms of KE. I argued KE programs are an example 
of a reciprocal donation model, not an altruistic one. This raises a question: Can KE be 
ethically justified if it is not based on altruistic organ donation? I argued that it can, 
but indirect reciprocity has to be at first accepted as a moral practice. 

Because the concept of altruism is often used vaguely, and ideologically, I started 
by revisiting and rethinking the roots of the concept’s ambiguities. I call this explora- 
tion a prolegomena for any future proposals of organ procurement policies based on 
reciprocity. 

After some preliminary clarification of the relationship between altruism, reci- 
procity, and exchange, I focused on kidney exchange. I had two reasons: First, kid- 
ney exchange transplantations are the most important recent innovation in the policy 
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of organ procurement and have great potential. Second, the moral status of kidney 
exchange is controversial. Although they have been accepted in some countries, after 
several years of discussion, as being compatible with the altruistic model of organ 
donation, their critics argue that they are a form of organ barter; and since economists 
consider barter to be a form of non-monetary market, kidney exchanges are not com- 
patible with altruistic model and should not be allowed. 

By contrast, I argued that organ donation based on indirect reciprocity can be eth- 
ically justified, outlining the kind of analysis that is required for such a justification. I 
have focused on living organ donations, but I believe that philosophy of organ dona- 
tion based on indirect reciprocity is also applicable to deceased organ donations. Once 
indirect reciprocity is accepted to be as moral as altruism, then various new organ pro- 
curement policies based on indirect reciprocity, both from living or deceased donors, 
will be accepted and implemented. 
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11. Selling Organs 
Dignity as a Further Concern 


Zümrüt Alpinar-Sencan 


1. Introduction: Occurrence of the Problem 


Over the past few decades, transplantation has become a unique cure and successful 
treatment for people suffering from an end-stage organ failure. The demand for organs 
for transplantation is increasing daily, with ever-growing waiting lists of patients in 
need of an organ to regain their health.! 

The shortage of organs is a major global health problem. Apart from systems of 
postmortem organ donation aiming to increase the number of organs donated after 
death, living donation is an alternative for people who are waiting for a suitable organ 
to be transplanted. Although it is a promoted social practice, living donation does not 
solve the problem brought about by the shortage of organs. Many factors influence 
both living and deceased donation rates, such as the religious stance and cultural 
reasons as well as a mistrust in the health care system, ignorance about the organ 
donation system (Irving et al. 2012) and a lack of awareness regarding the importance 
of donating organs. Due to the insufficient number of donated organs and the high 
demand for new organs to be transplanted, new solutions to get over this scarcity 
come to the fore. To increase the number of organs donated, financial incentives are 
used, such as tax reductions, payments covering funeral expenses made to the donotr’s 
family as well as nonfinancial incentives, such as giving priority to patients on wait- 
ing lists who have signed a donor card, as is the case in Israel (Statz 2006; Levy 2018). 
Because of the shortage, people suffering from end-stage organ failure started to look 
for organs abroad, which led to an international trade in organs involving commercial 
transactions (Shimazono 2007). The concern over the purchase of organs is expressed 
by World Health Assembly’s 2004 and 2010 resolutions (WHA 57.18 and WHA 63.22). 
In May 2010, the sixty-third World Health Assembly endorsed the World Health Orga- 
nizations (WHO's Guiding Principles on Human Cell, Tissue and Organ Transplanta- 
tion that forbade organ selling and urged its member states to take measures to pre- 
vent commercial organ transactions. Maximization of postmortem organ donation is 


1 Based on OPTN (The Organ Procurement and Transplantation Network) data of April 15, 2019. In the 
United States of America, for example, as of January 2019, there are more than 113.000 people on the 
waiting list. In 2018, 36.528 transplants were performed, based on OPTN data as of January 16, 2019. 
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also promoted as an ethically acceptable alternative for addressing the organ shortage. 
Many countries banned commercial transactions of organs, however, because of the 
demand, the illegal trafficking and trade in organs is pushed further underground. 


2. Organ Trade is a Fact 


The scarcity of organs and the growing ease of Internet communication led to trans- 
plant tourism? and organ trafficking’. Even though comprehensive, precise data about 
organ trafficking is not available, according to a WHO report, it is estimated that 
nearly around 10.000 illegal kidney transplantations take place every year (Campbell/ 
Davison 2012). The fact of organ trade has been reported from various countries and 
regions in the last decades: in Indonesia, for instance, people waiting for a kidney 
transplant refer to online social media (i.e. Facebook) to look for ‘donors’ with a price 
range from 9270US$ to 32.430US¢ (Shelton et al. 2018). Ina paper by Yosuke Shimazono 
(2007), it is reported that some websites offer “transplant packages” for people waiting 
for an organ, which include kidneys, lungs, livers, pancreases or hearts with a range 
from 70.000US$ to 160.000US$. Such websites are used to attract foreign recipients 
(i.e. patients) to have their transplantations in China, Pakistan and the Philippines 
(ibid). These transactions cannot be said to be profitable for the donors. For instance, 
whereas the patients travelling to China, Pakistan or to India pay up to 200.000US$ to 
purchase a kidney, the donor is paid around 5000US¢ or even less (Campbell/Davison 
2012). It has been reported that the recipients from Australia, Europe, the Middle East 
and the United States pay up to 40.000US$ to obtain a kidney from a Pakistani, who is 
paid about 1000US$ to 2000US$ (Garwood 2007: 6). Due to the civil war in Syria, it was 
reported that refugees, who fled to Lebanon, sold their kidneys to brokers for 7000US$ 
in order to survive, which were purchased by the customer for 15.000US$ (Putz 2.013). 
Recently, Egypt is a growing center for organ trafficking, in which African refugees are 
the victims of illegal organ harvesting (Baraaz 2018; Columb 2019). 

It is not only the recipients that move globally, but also the live donors. For instance, 
in the mid-1990s, some Israeli patients travelled to Turkey to have their operations 
when they were matched with donors from Moldova, Romania and Russia (Schep- 
er-Hughes 2003; Rohter 2004). In 2014, police broke an organ trafficking ring, in which 
Vietnamese were brought to China to sell their kidneys (Tram/Tung 2014). 


2 “Travel for transplantation [which ‘is the movement of persons across jurisdictional borders for trans- 
plantation purposes’] becomes transplant tourism, and thus unethical, if it involves trafficking in 
persons for the purpose of organ removal or trafficking in human organs, or if the resources (organs, 
professionals and transplant centers) devoted to providing transplants to non-resident patients un- 
dermine the country’s ability to provide transplant services for its own population.” (The Transplanta- 
tion Society and International Society of Nephrology 2018: 2-3) 


“Trafficking in persons for the purpose of organ removal is the recruitment, transportation, transfer, 


w 


harboring, or receipt of persons, by means of the threat or use force or other forms of coercion, of ab- 
duction, of fraud, of deception, of the abuse power or of a position of vulnerability, or of the giving or 
receiving of payments or benefits to achieve the consent of a person having control over another per- 
son, for the purpose of the removal of organs.” (The Transplantation Society and International Society 
of Nephrology 2018: 2) 
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Inthe media, it is reported that black market transactions are taking place in some 
private hospitals, performed by professional surgeons to this day. In a Guardian article, 
David Smith (2010) reports that a South African hospital, Netcare, which is the largest 
private hospital network in South Africa and the United Kingdom, “took part in an 
international scam that allegedly saw poor Brazilians and Romanians paid 6000US$ 
(3840£) for their kidneys to be transplanted to wealthy Israelis”. In 2003, it emerged 
that this hospital network was taking part in organ trafficking: 


Investigators said Brazilians who passed a medical checkup were flown to South Africa, 
where their kidneys were extracted for transplants into Israeli patients. [...] Itis believed 
more than 100 illegal kidney transplants were performed at Netcare’s St. Augustine 
Hospital in the eastern coastal city of Durban in 2001 and 2002. (Bryson 2010) 


Inamore recent article, itis reported that by bribing doctors and government officials, 
a broker flew the British patients to India and Nepal to have their illegal kidney trans- 
plants in private hospitals (Kelly 2019). 

Journalist Haroon Siddique (2011) reported that a Turkish doctor was arrested 
on suspicion of illegally procuring kidneys and transplanting them to patients in 
exchange for high financial gains. The EU prosecutor Jonathan Ratel stated that “poor 
people were lured to Pristina ‘with false promise of payments’ for their kidneys and 
patients from Canada, Germany, Poland and Israel paid up to 90.000€ (76.400£) for 
the black-market kidneys” (ibid). 

All these cases show the cruel and devastating phenomena of organ trafficking 
and transplant tourism, the desperation of both patients and vendors, and demon- 
strate how black markets work globally. In order to avoid such black markets and the 
undesirable harm and exploitation that results from illegal organ markets, some have 
proposed to establish legally regulated organ markets. It is stated that having legal 
markets is a way to avoid the scarcity of the transplantable organs and to protect the 
vendors. 


3. An Overview of the Moral Arguments in the Debate 


As Budiani-Saberi and Delmonico point out, “the commercial transaction is a central 
aspect of organ trafficking; the organ becomes a commodity and financial consider- 
ations become the priority for the involved parties instead of the health and well-being 
of the donors and recipients” (2008: 926). Buying and selling human organs raises eth- 
ically challenging questions and moral concerns. As Alpinar-Sencan et al. (2017) point 
out, the arguments in the debate offered by the opponents are mostly founded on con- 
tingent factors, such as the possible undesirable outcomes, the motives or reasons for 
participating and the conditions under which the practice takes place. The generally 
adopted principles of biomedical ethics, namely autonomy, beneficence, non-malef- 
icence, justice, and plausible moral concerns, such as the protection of the vulnera- 
ble, mostly guide such claims (Radcliffe-Richards 2013; Biller-Andorno/Alpinar 2014). 
More specifically, the objections to organ markets address harm, exploitation, coer- 
cion and its plausible effects on social values, whereas the proponents argue that none 
of the objections would necessarily apply in a fairly regulated market. 
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In this section, an overview of the moral arguments in the debate will be presented by 
explaining the moral concerns raised by a regulated organ market. 


3.1 Harm and Benefit 


The harm argument is one of the strongest objections levelled against organ selling. 
The main concern is that the vendors will be exposed to harm by being subjected to 
unnecessary risk and pain in exchange for money. How the money would influence 
the quality of the transplantation is one of the main concerns. Many quantitative and 
qualitative studies reveal the undesirable consequences of transplant tourism and 
black markets for the organ vendor, which will be briefly referred to below. 

Organ vendors would be likely to suffer from ill health as a result of having an organ 
(generally a kidney) harvested. It is stated by Scheper-Hughes (2003) that studies con- 
sidering vendors in India, Iran, the Philippines and Moldova showed that vendors of 
kidneys suffer from chronic pain and ill health (see also, Naqvi et al. 2007; Zargooshi 
2001a; Goyal et al. 2002; Budiani-Saberi/Delmonico 2008; Padilla 2009). Those who 
were interviewed in Brazil, Turkey, Moldova and Manila stated that they had not seen 
a doctor or been treated after the operation’s first year, even at the hospitals where the 
operations took place. Some of them were ashamed to appear in public clinics while 
others feared receiving bad news, since they might not be able to afford the required 
medication and treatments (Scheper-Hughes 2003). 

Here, one can raise a question whether the medical outcomes of commercial trans- 
action would be worse for the ‘donor’ compared to non-commercial practice. Although 
the practice, that is, the extraction of an organ, is the same, it is the conditions under 
which the operation takes place and the quality of the follow-up care that make the dif- 
ference, leading the commercial donors to suffer from a worse condition after oper- 
ation compared to noncommercial donors. It should be noted that living (non-com- 
mercial) donation is not risk-free either: the quality of the life of the donor could be 
decreased and the donor might suffer from function losses. According to some stud- 
ies, this is not necessarily the case (Beavers et al. 2001; Reese et al. 2015). However, 
some studies showed that among some diverse subpopulations (i.e. underrepresented 
minority groups) donor groups showed more likelihood of post-donation complexi- 
ties, such as hypertension and kidney failure (Lentine/Patel 2012; Lentine/Segev 2013). 
Receiving full medical reimbursement and life-long follow-up care provision is crucial 
(Morgan and Ibrahim 2011), which also points to the influence of the socio-economic 
condition of the donor. 

Although most concerns are raised about the outcomes of this practice regarding 
the vendors, some of these studies’ focus is on the graft survival rates and patients’ (i.e. 
receivers’) health conditions after having their transplantations abroad. Most of these 
studies show that the outcomes of overseas (commercial) transplants are lower than 
expected by showing that those patients had a more complex post-transplantation 
course with higher incidence of acute rejection and infectious complications (Cohen 
2009; Alghamdiet al. 2010; Rizvi et al. 2009a; Rizvi et al. 2009b). This outcome is likely 
because the quality of the organ obtained from the poor vendor is likely to suffer in a 
market setting. Some others argued that it is not necessarily hazardous for the patient 
to have a kidney transplant abroad (either commercial or not) only if the patients come 
back with some information about the operation they had and have an early postoper- 
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ative period, which is an important factor in influencing the graft-survival rates (Ged- 
des et al. 2008). 

In addition to the outcomes showing how the vendors’ and recipients’ health 
conditions are influenced, the possible undesirable outcomes related to the vendors’ 
socio-economic conditions should also be considered. 

In addition to harm based on health conditions, it is also highly doubtful whether 
the vendors would benefit financially from the transaction, as proponents of market 
schemes argue. Studies show that there is a decrease or no improvement in the ven- 
dors’ economic conditions. For instance, according to a study by Naqvi et al. (2007), 
despite being one of the largest centers of commerce centers for kidney transplanta- 
tion, kidney vendors in Pakistan had no economic improvement in their lives, contrary 
to their expectations (see also, Zargooshi 2001a; Goyal et al. 2002; Scheper-Hughes 
2003; Budiani-Saberi/Delmonico 2008; Padilla 2009; Cohen 2009; Rizvi et al. 2009b). 
Furthermore, since the vendors do not get sufficient postoperative care, they could 
not work effectively and hence suffered from unemployment (Zargooshi 2001a; Schep- 
er-Hughes 2003). This promotes or even strengthens the cycle of debt and poverty the 
vendors are in and which they want to break through by participating in such transac- 
tions in the first place. 

The vendors faced psychological problems, such as serious depression, a loss of 
self-respect, a sense of worthlessness and social isolation (Zargooshi, 2001a; Schep- 
er-Hughes 2003; Budiani-Saberi/Delmonico 2008). Additionally, some of them regret- 
ted having been a vendor (Zargooshi 2001a; Zargooshi 2001b; Budiani-Saberi/Delmon- 
ico 2008; Padilla 2009). Thus, the harm produced is not limited to vendors’ deteriorated 
health and financial status, but also includes psychological and social harm. “Although 
many individuals have benefited from the ability to purchase the organs they need, 
the social harm produced to the donors, their families, and their communities gives 
sufficient reason for pause.” (Scheper-Hughes 2003: 1647) 

Contrary to these facts reported, both by the quantitative and qualitative stud- 
ies, on a theoretical level, some claim that harmful outcomes could only be avoided by 
a legal, regulated market system (Kishore 2005; Daar 2006; Khamash/Gaston 2008), 
which means that the sales are performed under good, regulated conditions (Wilkin- 
son 2003: 107-108; Radcliffe-Richards 2013: 48-58). In addition, it is claimed that com- 
pared to donation, sale is not more dangerous or risky and the mere fact of payment 
does not add any danger (Wilkinson 2003: 108). It is also argued that giving permis- 
sion for organ markets would increase the range of options for financial gain open to 
oneself, which would be seen as an opportunity for those people to widen their limited 
options (Radcliffe-Richards et al. 2006). 

Another hypothesis that might be considered is that regulation of the market would 
increase the number of organs available. This assumption might be true regardless of 
the quality of the organ obtained in an unregulated global market considering many 
desperate people’s willingness to sell one of their kidneys to get out of their situation 
(Biller-Andorno/Alpinar 2014). However, it is doubtful whether people in a developed 
country with a good social security system would participate in such transactions if 
there were a regulated market, as a study held in Switzerland shows (Rid et al. 2009). 

Very generally, opponents of organ selling claim that the ban on this practice should 
be kept in place due to the harmful outcomes for both vendors and recipients involved 
in the practice of organ selling. However, proponents generally argue that if the condi- 
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tions are bettered and the practice is performed under good, regulated conditions, the 
harm could be avoided and the risk kept to a minimum. 


3.2 Exploitation and Justice 


Another concern is the danger of exploiting poor and vulnerable people, who are more 
likely to participate in such transactions as a last resort, to end their desperation. 
Some claim that having a market for human organs would lead to the exploitation of 
vulnerable and socio-economically disadvantaged people (Budiani-Saberi/Delmonico 
2008; Tsai 2010). It should be noted that in this context and in biomedical context in 
general, vulnerable people stands for being “exposed to potentially harmful circum- 
stances [...] and socioeconomically impoverished. Those who are easily susceptible to 
intimidation, manipulation, coercion, or exploitation are commonly classified among 
the vulnerable” (Beauchamp/Childress 2009: 89). Exploitation, very generally, means 
taking unfair advantage of others to benefit from their resources, labor and efforts. 

The purchase of human organs is considered exploitative because financial con- 
siderations come to the fore in such transactions and it is very likely that mostly poor 
people would offer their organs for sale.* That is why, in the first place, the fifty-sev- 
enth World Health Assembly (WHA) in May 2004 urged its member states to “take 
measures to protect the poorest and vulnerable groups from ‘transplant tourism’ and 
the sale of tissues and organs” (WHA 57.18: 50). Some empirical studies also show this 
is the case: typically, the vendors had either decided to sell their kidneys to pay their 
debts, to get some money immediately (Goyal et al. 2002; Phadke/Anandh 2002; cf. 
Naqvi et al. 2007; Cohen 2009; Rizvi et al. 2009b) or to get out of their desperate sit- 
uation (Zargooshi 2001b; Scheper-Hughes 2003; Budiani-Saberi/Delmonico 2008). In 
response, some argue that only with unregulated markets would exploitation continue 
to occur, in which only the poor sell and the rich afford the organ (Daar 2006). This 
states that organ selling cannot be argued to be inherently exploitative, but can be 
claimed to be so under certain conditions and this is not necessarily the case when it 
is performed under good, regulated conditions (Radcliffe-Richards 2013: 70-74; Bren- 
nan/Jaworski 2016: 20, 148). However, the practice might be argued to be “intrinsically 
exploitative”, since it takes advantage of the desperate situation of potential victims to 
get their organs in exchange for money, and therefore treat body parts as if they were 
“sealable objects” (Andorno 2017: 123). 

While it is argued that organ trade causes inequality and injustice by targeting 
the vulnerable and impoverished (Phadke/Anandh 2002; Delmonico 2009; Rizvi et 
al. 2009b), it is claimed that with a regulated market exploitation would be avoided 
(Cherry 2005). Erin and Harris (2003) argue that it is possible to have an ethical mar- 
ket if there is one national, governmental purchaser and where organs are distributed 
according to medical priority only. However, such assumptions should be examined 
closely by review of empirical data. Iran, for instance, adopted a legal, regulated model 
in 1988 and it seems to have eliminated the waiting lists (Ghods/Savaj 2006; Rizvi et al. 
2009b). Although studies show that even those from lower socio-economic class can be 
recipients (Ghods/Savaj 2006), the system might leave out very poor patients suffering 


4 This issue can be regarded as a modern capitalist route for organ flow “from South to North, from 
Third to First World, from poor to rich” (Scheper-Hughes 2000: 193). 


Selling Organs 


from the final stage of kidney failure, who have to wait for deceased donors (Rizvi et 
al. 2009b). However, Kishore (2005) rightly points out that the problem is scarcity and 
that if the demand for organs could be satisfied by offering them for sale but still no 
action is being taken to legalize it, then inequity may occur. This will lead to unfairness 
between people and the risk of exploitation of the vulnerable will still be there. Con- 
sidering it is not likely that a materially well off person will offer his kidney for sale 
(Rid et al. 2009), the poor will generally take part in such transactions. This will lead 
to exploitation of economically vulnerable people. Hence, whether it is regulated or 
not, it might be argued that organ sales could benefit the rich only and exploit the poor. 


3.3 Autonomy and Coercion 


Whether the option to sell an organ enhances one’s autonomy or constrains it is an 
ongoing debate. Autonomy used here in the personal sense, meaning, very basically, 
being “free from both controlling interference by others and from certain limitations 
such as an inadequate understanding that prevents meaningful choice” (Beauchamp/ 
Childress 2009: 99). To give an organ freely, as in donation, requires “genuine and 
well-informed choice [...] and excludes vulnerable persons who are incapable of ful- 
filling the requirements for voluntary and knowledgeable consent” (WHO 2010: Com- 
mentary on Guiding Principle 3: 4). This emphasizes the importance of autonomous 
choice in participating in the practice. However, when money is involved, concerns 
are raised regarding the voluntariness of participation. To summarize, opponents 
generally argue that organ selling is coercive because economically vulnerable people 
are forced to sell their organs to get out of their desperate situations or are more likely 
to participate in such transactions, which they would otherwise prefer not to make 
(Zargooshi 2001b; Scheper-Hughes 2003; Budiani-Saberi/Delmonico 2008). Hence, 
since selling is based on coercion (Phadke/Anandh 2002, Budiani-Saberi/Delmonico 
2008; Rizvi et al. 2009b), the consent for such a transaction is claimed to be involun- 
tary and problematic (Phadke/Anandh 2002; Scheper-Hughes 2003; Tsai 2010). 

On the contrary, proponents of a legal organ market emphasize that people are 
autonomous and rational subjects; therefore, they are responsible for their choices 
and actions, and should be respected by others in light of their choices (Cherry 2005). 
Even in a desperate economic situation, it is argued that kidney vendors deliberately 
choose to act in a certain way; hence they act autonomously (Gill/Sade 2002; Taylor 
2005). Some claim that it is wrong to say that some people cannot decide for them- 
selves (Savulescu 2003; Kishore 2005). If there were legal organ markets, Taylor (2005) 
claims, a typical vendor would not suffer from impaired autonomy. 

Although it is not considered to be wrong to claim that financial pressure has an 
erosive effect on one’s consent, it is also argued that forbidding the person to sell one 
of her kidneys could be more harmful than allowing her to sell it, since that would 
undermine the person’s autonomous consent (Wilkinson/Garrard 1996). However, the 
ban on organs’ sale does not diminish the person’s autonomy considering the decision 
to sell is unlikely to be made autonomously or willingly and freely (Biller-Andorno/ 
Alpinar 2014). 
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Concerns are also raised about the possible erosive effects of human organ markets 
on social values. Such values are the ones that all citizens agree upon rationally and 
reasonably to live in a society together and should be respected and protected by the 
government (Cohen 2002: 59-60). The worry regarding the selling of organs is about 
how the practice of donation would be affected by involving money and how it would 
affect the parties involved in such transactions (WHO 2010: Commentary on Guid- 
ing Principle 5: 5). The most common argument given against selling, and promoting 
live donation is founded on promotion of the socially desirable values. This requires a 
moral distinction between donating and selling. 

At first sight, the difference between the two practices is the payment involved in 
the case of the latter. How money could change the value of the practice is mostly related 
to the purity of the motivation. The motivation of the donor is altruism in the first 
case, whereas in the latter the motivation might not be pure’. Therefore, some oppo- 
nents argue that allowing sales would violate socially desirable values such as altru- 
ism, interconnectedness and solidarity, which are required to keep society together 
(Cohen 2002: 61-62). Some other opponents stated that it would lead to a decrease in 
altruistic acts (Phadke/Anandh 2002; Danovitch/Leichtman 2006; Rothman/Rothman 
2006), which would jeopardize the sense of being a community (Titmuss 1997 [1970]), 
and would have an erosive effect on the norm of giving (Sandel 2012: 123-124). Propo- 
nents, on the other hand, argue that allowing sales would not necessarily lead to such 
a decrease, since it would not exclude the possibility of free donation (Wilkinson 2003: 
113) and none of these necessarily occurs (Wilkinson/Garrard 1996; Radcliffe-Richards 
2.013). However, the possibility of obtaining an organ, such as a kidney, from a stranger 
in exchange for money is more tempting than burdening a relative instead (Schep- 
er-Hughes 2009: 11). 


3.5 Is There a Further Concern? 


Although the arguments in favor of and against organ selling are thoughtful and 
sophisticated, it could be claimed that they are either (a) derived from generally 
accepted principles or plausible moral concerns, such as autonomy, exploitation or the 
need to protect the vulnerable, etc. without further inquiry or (b) in some way depen- 
dent upon the contingent factors. With regard to (a), all the arguments that are pre- 
sented against the allowance of organ selling are to support an uncomfortable, strong 
moral feeling or a general opposition against the practice without any good justifi- 
cations and moral reasoning (Radcliffe-Richards 2013). With regard to (b), it might 
be argued that if these contingent factors were adjusted appropriately, then all these 
arguments against organ selling could be defeated or reformulated (Wilkinson 2003; 
Cherry 2005). However, it seems plausible to claim that even if the circumstances 


5 It should be noted here that any act of donation or giving away an organ might not be argued to be 
purely altruistic, which is stated by Kishore (2005: 363) as well. There might be some other strong mo- 
tivations to donate an organ to a relative, such as pursuing “happiness (to avoid loneliness and the 
thought of living without the dearest one), possible benefits (i.e. socio-psychological benefits) and 
outcomes (i.e. saving the life of the receiver)” (Alpinar-Sencan 2016: 26 [footnote]). 
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under which the practice takes place are bettered, still an intuitive notion regard- 
ing the wrongness of offering human organs for sale for transplantation purposes is 
raised. Thus, independently of the contingent factors, some philosophical questions 
come to the fore requiring qualified moral reasoning: What is wrong with the practice 
itself? How can we evaluate the moral permissibility of organ selling independently of 
contingent factors that are adjustable? The arguments, which try to find an answer to 
these questions, refer to dignity. 


4, What's at Stake? Dignity as a Promising Approach 


We do not find an explicit definition of the expression ‘dignity of the human person’ 
in international instruments or (as far as | know) in national law.... When it has been 
invoked in concrete situations, it has been generally assumed that a violation of human 
dignity can be recognized even if the abstract term cannot be defined. ‘I know it when | 
see it even if | cannot tell you what it is? (Schachter 1983: 849) 


As the quotation above clearly puts it, the term (human) dignity appears quite fre- 
quently in European and international legal documents (United Nations 1948; Council 
of Europe/United Nations 2009) as well as in national laws and constitutions. We also 
come across this term in academic discussions quite frequently and in popular culture. 
Although references to (human) dignity are quite frequent, it is not clear what is meant 
by dignity. The meaning and the content of the term is vague, thus consensus cannot 
be achieved easily. However, its violations are quite recognizable. Generally, it appears 
to be an inviolable and inalienable value to be protected, which guarantees the proper 
respect for the bearers of it. 

Such vagueness in the meaning of the term raises suspicions with regard to its 
content. In the contemporary philosophical literature, there is an ongoing debate to 
determine whether dignity has any specific content, which would show either that the 
concept of dignity is valid or that it is just rhetoric. In legal documents and laws, as 
mentioned above, and sometimes even to justify a particular point of view in debates, 
dignity is referred to as a valuable concept, but it is not clearly defined. 

Contradictory viewpoints appear concerning the term’s specific content. Very gen- 
erally, on the one hand, it is argued that dignity can be used interchangeably with the 
principles of ‘respect for autonomy’ (Macklin 2003) and ‘respect for the person’ (Pinker 
2008) without any loss in the content. On the other hand, dignity is acknowledged as 
an absolute, intrinsic, metaphysical property possessed by all human beings regard- 
less of any contingent properties (Nordenfelt 2004; Sulmasy 2009). Such an idea of 
dignity is systematically developed in the philosophical writings of Immanuel Kant in 
The Metaphysics of Morals (MM) and in his Groundwork for the Metaphysics of Morals (G), 
in which he argued that persons have dignity just by virtue of being human, since they 
have faculty of reason (MM 6: 434-6: 435; G 4:434—4: 436). This forms the basis of human 
rights (Schachter 1983; Gewirth 1992) and morality (Kass 2002). Some authors describe 
different ideas of dignity in addition to intrinsic dignity, which are not absolute but 
can be lost and gained. These are, generally speaking, dependent on the results of the 
subjects’ deeds, on the virtues, skills and talents that the persons have, on acting in 
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accordance with the society’s expectations or on the persons’ positions or social ranks 
(Nordenfelt 2004; Schroder 2008; Sulmasy 2009). 

These discussions often stay at a very general and theoretical level. The violations 
of dignity are quite recognizable even though a consensus could not be easily achieved 
on a unique definition of dignity, as stated in the quotation at the beginning of this 
subsection. A satisfactory notion of dignity would be able to reveal violations of it con- 
cerning certain practices and acts, and thus should be associated with occurrences in 
social life (Kaufmann et al. 2011: 1-2). Thus, we have to look for instances of its viola- 
tion (Stoecker 2011: 11). In that sense, the practice of organ selling provides us with an 
important context for exploring the meaning and plausible function of dignity. This 
would be helpful to find a more general intuitive idea of dignity and to explore its plau- 
sible role in the debate. 

Beyleveld and Brownsword (2004, 1998) classified the dignity-based arguments 
as dignity as empowerment and dignity as a constraint, which emphasizes the link 
between dignity and autonomy. The first view emphasizes dignity’s function as rein- 
forcing the claims of self-determination. This approach supports the argument that 
dignity is a redundant concept in the debate, since respect for autonomy would be 
sufficient to authorize organ selling. This states that dignity is a ‘useless concept’, as 
argued by Macklin (2003) and Pinker (2008). However, this approach falls short of 
explaining the concern raised above (Alpinar-Sencan et al. 2017). The latter view, on 
the other hand, functions as a constraint on one’s autonomous choices. This approach 
supports the idea that there could be limits to one’s autonomy regarding certain 
practices. A promising approach in the debate draws upon a social notion of dignity, 
which offers the most plausible understanding of dignity in the debate by explaining 
why organ selling is considered to involve violations of dignity (Alpinar-Sencan 2014; 
Alpinar-Sencan et al. 2017). 

There are differing dignity-based arguments in the organ selling debate in par- 
ticular and to make such a claim requires a systematic discussion (Alpinar-Sencan et 
al. 2017). After having critically evaluated both the negative and positive features of 
each approach, a successful understanding of dignity was developed; that is, a social 
account of dignity (ibid). In the following, very briefly, I will refer to the mentioned 
account. It should be noted that this account is inspired by Samuel J. Kerstein’s (2009) 
approach, but it differs from it by emphasizing that a stringent and coherent account 
of dignity should not be limited to perceiving certain classes of people as lacking value 
whenever they perform an unfavorable act. 

Some practices are (intuitively) thought to be or, as Sandel in his 2012 book points 
out, carry an inherent property of being degrading or humiliating, independent of 
whether the subject chooses to act autonomously and regardless of the external con- 
ditions. Thus, some acts are necessarily degrading and condemned even when prac- 
ticed under fair, regulated conditions (e.g. as ina legal market). The violation of dignity 
occurs when people are symbolically perceived and treated in certain ways that are 
incompatible with their worth, that is their dignity. The allowance of practice of organ 
selling is argued to pose threats to human dignity by symbolizing the view that some 
lack worth, which is believed to be possessed by human beings equally from birth. By 
‘symbolizing’, it is meant that the affected persons do not have less worth than others 
do by participating in such transactions, but they might be perceived to be so. Hav- 
ing an organ market, even though regulated, presents such a case in which a degrad- 
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ing view of the persons is promoted. It should be noted that we could not measure 
how strong a tendency or an idea about seeing people in a specific way was induced. 
However, there are empirical, qualitative studies that seem to indicate there is such a 
tendency to see others as lacking dignity (i.e. as if they were worthless and inferior to 
others) whenever they perform unfavorable acts (Zargooshi 20014). 

The main concern regarding organ selling is that the practice “inherently runs the 
risk of promoting the idea that some persons have less worth than others, or even that 
their worth is comparable to a price” (Alpinar-Sencan et al. 2017: 190). This also expli- 
cates the concern raised by WHO Guiding Principles (2010) regarding payment for cells, 
tissues and organs. “Such payment conveys the idea that some persons lack dignity, 
that they are mere objects to be used by others.” (Commentary in Guiding Principle 5: 
5) Such an approach to dignity significantly explains what is wrong with regard to such 
practices and raises an awareness of the need for global prohibitions of such practices. 

It might be argued that this is a semiotic objection towards markets considered 
noxious or immoral in general. For instance, some argue that it is necessary to revise 
the meaning assigned to such markets and pay attention to the benefits and useful- 
ness (i.e. outcomes) of markets wherever a clash occurs between outcomes and such 
objections (Brennan/Jaworski 2015, 2016). However, if it is considered that organ sell- 
ing is wrong independently of contingent factors, then it is also wrong in a regulated 
market. Indeed, it is dignity’s constraining function, supporting the widely held belief 
that the practice is wrong independently of any contingent factors and the probable 
consequences of a fair, regulated market. 

Before concluding, a final question might be raised: do we need to refer to dignity 
to support the prohibition of organ markets? This hints at a potential redundancy con- 
cerning the concept. It might be stated that referring to real life situations as well as 
arguments concerning exploitation,‘ vulnerability and fairness would provide enough 
evidence to prohibit the practice or even to raise global awareness. However, they fall 
short of demonstrating the significance of the ‘seeing people as if they had a price’ the- 
sis. The scope of the referred approach is broader; that is, it is unlikely to be limited 
to those who are economically vulnerable. Hence, it presents us different and better 
reasons to support global prohibition demonstrating the distinct function of dignity. 


6 Exploitation argument might be connected to dignity debate; since it can be argued that the concept 
of dignity is linked to non-instrumentalization of people, as exploitation can be argued to instrumen- 
talize people by reducing their body parts to marketable objects (Andorno 2017). Such an argument 
is mounted on Kantian grounds. There are many Kant-inspired arguments in this specific debate. As 
| argued elsewhere, by referring to Kant’s distinction between price and dignity (G 4: 434-4: 436) and 
by adopting Nicole Gerrand’s (1999) paper, in which she offers the most plausible reading of Kant’s 
arguments, in a Kantian framework, no compelling argument can be given against organ selling 
(Alpinar-Sencan 2016). Besides, instrumentalization can also be referred to on the other side of the 
debate: One might argue that paying for organs avoids instrumentalization of the vendor, since the 
transaction offers hima fair deal instead. As mentioned earlier, organ transactions can be exploitative, 
however as the term implies, the exploitative feature of the practice can be limited to those economi- 
cally vulnerable and this cannot be simply avoided. 
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5. Conclusion 


This chapter presents a brief sketch of the moral arguments in the contemporary 
debate on organ selling. After briefly explaining the occurrence of the problem and 
presenting global trafficking of organs under the real-world conditions, basic lines 
of the moral arguments, which are founded on concerns regarding harm and benefit, 
exploitation and justice, autonomy and coercion as well as social values are given. Then 
a further concern regarding the practice is introduced, which presents a dignity-based 
objection to organ selling. Due to the qualitative and quantitative studies conducted 
and the consensus on organ selling being exploitative and coercive, some might argue 
that a reference to dignity is not needed to arrive a policy prohibiting organ selling, but 
actually dignity has a very functional role in the debate. It presents even better reasons 
to prohibit the practice and supports the intuitive notion that the practice is believed to 
be wrong independently of any contingent factors. 
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1. Introduction 


When Carlton Blackburn, a retired teacher from Texas, died from a brain hemorrhage 
just nine days before his 93" birthday, he became the oldest postmortal organ donor in 
the United States: his liver was successfully transplanted to a 69-year old woman with 
end stage liver disease (US Department of Health and Human Services 2012). A year 
later, an 83-year-old dialysis patient in the US received a living kidney donation from 
an 84-year-old friend. After three years, the donor as well as the recipient were healthy 
and leading active lives. The “world’s oldest donor-recipient solid organ transplanta- 
tion” (Mistry et al. 2010: 534) had been a success. 

These examples appear to be symptomatic: as a consequence of historically unprec- 
edented demographic aging in nearly all Western countries, questions of old age and 
intergenerational relations are receiving more and more attention in medicine and 
health care as well as in the relevant public, bioethical, and health policy debates. This 
trend also becomes manifest in the field of organ donation and transplantation medi- 
cine: as average life expectancies and population age increase, so does the age of organ 
donors and recipients. In 2018, one third of all organ donors and over 62 per cent of 
recipients in the US were over the age of 50. In the area covered by Eurotransplant, 
the largest European organization coordinating organ allocation in Austria, Belgium, 
Croatia, Germany, Hungary, Luxemburg, the Netherlands, and Slovenia, the median 
age of donors increased from 45 to 55 between 2000 and 2018 (Eurotransplant 2018: 18). 
In Germany alone, the average age of donors and recipients has risen from 33 and 42 
years, respectively, to 52 and 51 years over the last 30 years.’ 

These developments also raise new questions in the ethical debate on organ dona- 
tion. For example, the increasing life expectancy and population age lead to a growing 
demand for transplantable organs and thus intensify concerns about ‘organ scarcity’ 
and fuel controversies about the efficient use and just distribution of available donor 
organs between the generations (Cuende et al. 2007; Goldstein 2012). In this context, 
old age is discussed as a criterion for organ allocation in postmortal donation, foster- 
ing controversial proposals for age-based rationing of medical resources for the sake 


1 Ownstatistical analysis of Eurotrasplant data (1988—2018). 
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of younger age groups (Reese et al. 2010). At the same time, older people are emerg- 
ing as a largely untapped source of donor organs that could help to expand the donor 
pool. In addition, they also become incorporated into new systems of more efficient 
and fair utilization of the available donor organs. For example, older adults are tar- 
geted as a separate subgroup of donors and recipients in ‘old for old’-schemes such as 
the Eurotransplant Senior Programme (ESP), or they are addressed as ‘end-users’ of 
organs with a limited lifetime in so-called domino donations (Montgomery et al. 2006). 

Similar developments can also be observed in the context of living organ trans- 
plantation. Here, age and intergenerational relations within the family have tradi- 
tionally played a prominent role in setting moral expectations and decisions regard- 
ing organ donation. In recent years, however, the moral significance and economy of 
age and intergenerational relations in the field of living donation appear to be chang- 
ing. Earlier qualitative research suggested that traditional life plans and family roles 
made donations from parents, and especially mothers, to their minor children appear 
almost natural and self-evident (Zeiler et al. 2010). In the meantime, increasing life 
expectancies and new, more ambitious expectations and projects for the second half 
of life may challenge and transform the moral norms underlying traditional attitudes 
and decisions. Thus, recent qualitative studies indicate the growing frequency of liv- 
ing donations from middle-aged adults to their older relatives as a new paradigm of 
intra-familial care and solidarity (Kaufman/Fjord 2011; Kaufman et al. 2009). 

Against this backdrop, our contribution explores the ways in which age matters 
in the context of organ donation. In order to illustrate the development and variety 
of procedural and institutional approaches, we first outline the history and organi- 
zation of organ donation and transplantation with regard to aging and old age in dif- 
ferent countries. In addition, we also provide a brief overview of the medical state of 
the art in transplantation medicine regarding the transfer of donor organs from or to 
older people. On this basis, we then describe the emerging ethical debate on the role 
of age in organ donation and attempt to systematize the relevant ethical aspects and 
arguments regarding postmortal and living donation. We conclude by highlighting 
the most important issues and questions and arguing for further empirical research 
as well as ethical deliberation on age and organ donation. Crucially, more information 
and critical reflection on traditional age stereotypes are needed. In a recent represen- 
tative survey in Germany, almost half of the respondents wrongly assumed there were 
an upper age limit for organ donation (Caille-Brillet et al. 2019: 88). Indeed, many older 
Germans still do not even hold a donor card because they consider themselves too old 
and their organs unsuitable for transplantation (Caille-Brillet et al. 2015: 17, 60). 


2. History and Organization of Organ Donation and Transplantation 
from or to Older People 


Allocation rules for the limited number of available donor organs have been devel- 
oped since the mid-2oth century. In this context, social factors such as age have been 
frequently proposed as rationing criteria. Historically, one of the starting points of 
the debate was the Admission and Policy Committee of the Seattle Artificial Kidney 
Center (Veatch/Ross 2015). In the 1960s, when the availability of dialysis machines was 
still low, this committee of doctors and citizens established rules for access to dialysis 
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(Alexander 1962). Besides medical factors, criteria included a sense of responsibility 
and emotional maturity, compliance, proximity of place of residence to the clinic, ade- 
quate financial resources, and a certain value for the community (Feuerstein 1995; fol- 
lowing Attali 1981: 224-225). A further criterion was being between 17 and 50 years of 
age. Here, almost all types of non-medical criteria that were significant in later organ 
transplantation debates were already present. 

In the US-American context, concerns about inefficiency and age-discrimina- 
tion in the kidney allocation system go back to the 1990s (Veatch/Ross 2015). Indeed, 
between 1994 and 2000, only 0.3 per cent of the kidney recipients in the United States 
were older than 75 at the time of transplantation and 6.4 per cent were aged between 
60 and 75 (Macrae et al. 2005). As a result of a reform of the system originally imple- 
mented by the United Network for Organ Sharing (UNOS) in 2002, the allocation 
method for kidneys now divides donors into two categories: standard criteria donors 
(SCDs) and expanded criteria donors (ECDs). ECD kidneys derive from donors older 
than 60 years and from donors 50 to 59 years with co-morbidities. Introduced in 2014, 
participation in this reformed allocation scheme is voluntary because one can choose 
whether to be listed for the ECD kidneys (opt in). The system is particularly advanta- 
geous for older people but less attractive for younger candidates, who often have other 
conditions that reduce waiting time in any case. Therefore, the vast majority of those 
on the ECD waiting list are older candidates. For older people, an advantage of this 
new system is that it uses an age-matching formula whereby recipients are entitled to 
kidneys from donors who are no more than 15 years younger or older (Veatch/Ross 2015, 
340-341). Indeed, due to an aging population, the average age of postmortal kidney 
donors and recipients has risen in the US in recent years. Today, patients older than 65 
make up 21.9 per cent of all kidney recipients.” 

Within Europe, different regulations regarding age and organ donation exist. For 
example, Norway has a comparatively liberal policy, organized via the Scandinavian 
network Scandiatransplant. Patients for kidney transplantation are accepted following 
an individual medical evaluation without any formal upper age limit (Heldal et al. 2008). 
In other European countries, the indication for transplantation has been expanded for 
older people since the 1990s, and the age for both donors and recipients has been lifted. 
Under the purview of Eurotransplant, a special program for kidney transplantation 
from older donors to older recipients was established in 1999 — the Eurotransplant Senior 
Program (ESP). ESP was designed to reduce the waiting time of older patients and to 
achieve a higher efficiency in the use of kidneys from older donors (Smits et al. 1998). 
The program allocates organs between donors and recipients who are 65 years and older 
and does not permit these older candidates to receive younger kidneys (Frei et al. 2008; 
Boesmiiller et al. 2011). For the first two years, participation of transplantation centers 
was voluntary. Since 2001, the ESP has become part of the Eurotransplant Kidney Allo- 
cation System (EKTAS) (Smits et al. 2002). Germany, the Netherlands and Belgium are 
the most important contributors (Doxiadis et al. 2004). Using regional allocation based 
on waiting time and blood group only, regardless of human leukocyte antigens (HLA) 
match, a short cold ischemic time (CIT) and thus a good primary organ function could 
be achieved (Bentas et al. 2008). The treating physicians in the transplantation centers 
have the responsibility to carry out the details of the program and to obtain informed 


2 Source: OPTN data from 2019: https://optn.transplant.hrsa.gov/ (accessed March 18, 2021) 
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consent. ESP leads to significantly reduced waiting times and enhances the chance for 
older patients to receive a renal graft (Frei et al. 2008). 

In Austria, Belgium, Luxembourg and Slovenia, kidneys from ESP donors are allo- 
cated to ESP recipients from the reporting centers’ local waiting list. In the Netherlands 
and Croatia, kidneys from ESP donors are allocated to ESP recipients according to the 
national waiting list.’ In Germany, kidneys from ESP donors are allocated to ESP recip- 
ients by the national organ procurement organization, the German Organ Transplanta- 
tion Foundation (Deutsche Stiftung Organtransplantation (DSO)). Kidneys from ESP 
donors are first allocated to ESP recipients registered within the same country area as 
the donor and then to ESP recipients registered within other sub-regions.* Due to the 
current low donor rate in Germany, waiting times in the ESP program are significantly 
longer than when the program was first introduced, at present over 3.6 years on average 
(Heldal et al. 2008). Still, this is significantly shorter than in the standard allocation 
system, where patients on the waiting list may have to wait for over ten years. Older 
patients therefore benefit from ESP. However, recipients over the age of 65 must choose 
between ESP or standard allocation (EKTAS) without ESP; a simultaneous listing for 
both programs is not possible (Heemann/Renders 2018). Overall, the percentage of kid- 
ney recipients over the age of 65 rose from 3.6 per cent to 19.7 per cent between 1991 and 
2007, and the proportion of kidney donors over 64 rose from 2.3 per cent to 18.1 per cent 
during the same period (de Fijter 2009). Since the beginning of the ESP, the average age 
of donors and recipients increased by two years in both groups (see Figure 1). In addi- 
tion, the figures show that the drop in organ donation rates also affected the ‘old-for-old’ 
program. This decline was repeatedly attributed to public mistrust in the system, 
although this explanation is controversial (Schicktanz et al. 2017). 
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Figure 1: Average age of donors and recipients in ESP 1999-2018 in Germany (Source: 
Eurotransplant 2019) 


3 https://www.eurotransplant.org/cms/index.php?page=esp (accessed March 18, 2021) 


4 https://www.eurotransplant.org/cms/index.php?page=esp (accessed March 18, 2021) 
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Regarding living organ donation and transplantation, it is harder to determine both 
the role and relevance of age as well as changes in average donor and recipient age. 
Living donation is usually not organized within the framework of larger institutional 
structures but rather handled in local and regional contexts. In many countries such 
as Austria, Finland, France, Germany, or Hungary, living donation is restricted to 
family members and perhaps close friends and thus does not require any intermediate 
distributing organizations (Lopp 2013: 89). Legal regulations vary between different 
countries, but age does not seem to play a prominent role. In several countries - e.g., 
Austria, Germany, the Netherlands, Italy, and Spain - living donation is only allowed 
from the age of 18, but there are no upper age limits (ibid: 78). However, advanced age 
may become an issue in the context of specific living donation schemes, such as cross- 
over or chain donations, which imply some idea of equity or proportionality between 
donors and recipients. Due to the fragmented nature of living organ donation, there 
are often no central registries. As a consequence, large-scale and reliable sociodemo- 
graphic figures on donor and recipient ages are frequently hard to obtain. Qualita- 
tive studies indicate that the practice of organ donation from adult children to their 
older parents or between older spouses may be becoming more relevant (Kaufman et 
al. 2009; Heldal et al. 2008). Statistics from the US show that living kidney donors 
have become older over recent decades (Hart et al. 2019). The annual number of living 
kidney recipients over 65 has almost tripled in the last 20 years, their proportion rising 
from 6.2 per cent in 2000 to 18.7 per cent in 2019 (November).° 


3. Medical Aspects of Organ Donation and Transplantation 
of Older People 


Special transplantation programs for older people have been existing for more than 
20 years. As a result, the age cutoff used to study outcomes in older patients varies 
between different studies. In general, patient and transplant survival are the essen- 
tial parameters for success after transplantation. Most research on the ESP analyzes 
the initial function of the transplanted kidney in relation to the cold ischemia period, 
recipient age, and dialysis duration. Yet, the factors that predict clinical outcomes in 
older transplant patients have not yet been fully determined (Hebert et al. 2019). 

Overall, older patients benefit from organ transplantation. In the US and Europe, 
a survival advantage for older people (>60 years) vis-a-vis patients on the waiting list 
who remain on dialysis could be observed (Heldal et al. 2008). Compared to dialysis, 
organ transplantation doubles the life expectancy of older people (Frei et al. 2008). 
Survival improves after the first year in patients between 60-74 years with a predicted 
increased life expectancy of five years and a 61 per cent reduction in long-term mortal- 
ity risk (Oniscu et al. 2005; Rao et al. 2007). Even in ESP kidney transplantation, the 
quality of life and the survival rate are significantly better than in patients of the same 
age who are dialyzed (Fritsche et al. 2003). 

Nevertheless, donor age obviously has a significant impact on the success of trans- 
plantation. Overall, patients who are transplanted within ESP still have the lowest 
five-year survival rate. EKTAS-patients who received older transplants have a similarly 


5 Source: OPTN data from 2019: https://optn.transplant.hrsa.gov/ (accessed March 18, 2021) 
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poor transplant survival rate. The rate is more favorable when older patients receive 
younger organs (Schulte et al. 2018). Schamberger and colleagues (2018) also found a 
correlation between the smoking status of the donor and the survival of the transplant 
in ESP patients. Regarding living organ donation, several studies point out that care- 
fully selected older kidney donors provide good organs and do not face a higher risk of 
death than younger donors (Reese et al. 2014; Wu et al. 2008). 

From the very beginning of ESP, it became apparent that most recipients had a 
delayed graft function. A few had a spontaneous graft function, and some had no 
function admission (Schlieper et al. 2003). Despite ‘immunosenescense’, an age-asso- 
ciated deterioration of the immune system that is hoped to reduce pharmacological 
immunosuppression and improve allograft or even xenograft tolerance, the risk of 
acute rejection must be considered (Rickert/Markman 2018). Acute rejection in older 
patients is often associated with a worse graft survival and lower patient survival. Frei 
and colleagues (2008) show that most rejections among older patients occur during 
the first six months, with less than three per cent more than one year after transplan- 
tation. Increased kidney immunogenicity from older donors as well as the HLA mis- 
matches and the poorer ability of older kidneys to recover from tissue damage are the 
main causes of a poorer graft survival of older patients (Schamberger et al. 2018). 

As potential recipients, older patients clearly pose certain physiological challenges. 
McAdams-DeMarco and colleagues (2017) point out that transplantations in older 
patients often coincide with frailty, which is associated with delayed graft function, 
longer hospital stays, higher readmission rates, immunosuppressive intolerance, and 
mortality. Moreover, severe cognitive impairment could increase the risk of poor out- 
comes and require the provision of strong social support after transplantation (Hebert 
et al. 2019). A primary cause of mortality in older organ recipients is severe infections 
after transplantation. At the beginning of the ESP, 51 per cent of patients suffered from 
serious infections, and more than 50 per cent of all deaths could be attributed to infec- 
tion events (Frei et al. 2008). Another problem arises from a high mortality rate due 
to the longer dialysis time before transplantation. Older patients with a shorter wait- 
ing time perform better in terms of survival and organ function than patients with 
long-term dialysis prior to kidney transplantation (Smits et al. 2002). Hence, careful 
preliminary examinations of older patients for comorbidities are deemed necessary to 
help minimize early morbidity and mortality after transplantation. Overall, however, 
age per se is not considered a limiting factor in organ transplantation anymore (Zhou 
et al. 2008; Heldal et al. 2008). 


4, Ethical Implications of Old Age in Organ Donations 


The biomedical expert discourse on old age and organ donation mainly focuses on con- 
siderations of medical efficiency and success. However, as the overview on the histor- 
ical development and current state of the art in transplantation medicine indicates, 
the relevant empirical assumptions need to be clarified, continuously critically exam- 
ined, and updated in light of medical progress. Otherwise, outdated information and 
unfounded prejudices regarding the feasibility and success of transplantation from or 
to older people may bias medical decision-making processes and health policy regula- 
tions. In addition to these seemingly objective scientific aspects, an ethical perspective 
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must also reflect the moral significance of the underlying conceptions and criteria of 
efficiency and success. In particular, their utilitarian underpinnings must be made 
explicit and weighed against other ethical principles such as individual autonomy and 
distributive justice (Ladin/Hanto 2011). 


41 Postmortal Donation, Organ Allocation, and Distributive Justice 


From the point of view of distributive justice, there has been comparatively little sys- 
tematic ethical consideration and discussion of the moral significance of age in organ 
donation and allocation. As far as postmortem donation is concerned, general debates 
on old age as a criterion for resource allocation seem to play a role in this context, too. 
Some prominent ethical arguments in favor of age rationing - that is, the limitation of 
access to health care based on age — have also been applied in the field of organ alloca- 
tion (Veatch 2002: 339-340) 

Utilitarian arguments often refer to aspects of cost-efficiency (Meier-Kriesche et al. 
2005). There has been a long discussion about the unfair implications of using cost-ef- 
ficiency measures as criteria for the allocation of medical interventions. A prominent 
case is the concept of quality-adjusted life years (QALYs), which systematically disad- 
vantages older people due to their limited average life expectancy (Tsuchiya 2000). 
Similar concerns about ageism have also been raised regarding proposals to use such 
assessment instruments in the context of organ transplantation. One example is the 
life years from transplant (LYFT) approach to allocate donor kidneys to those patients 
with the greatest potential survival benefit (for allocation principles, see also chapter 
9 in this book). While LYFT would definitely extend the lives of kidney recipients, it 
would at the same time discriminate against older people by restricting their chances 
of obtaining a kidney transplant (Reese et al. 2010). 

Another argument in favor of age rationing, the so-called ‘natural lifespan’ account, 
is based on communitarian considerations. It states that after a fulfilled life of about 
80 years, extensive and expensive life sustaining interventions should be withheld in 
favor of good care and palliative treatment (Callahan 1987). This perspective is some- 
times extended to the field of organ donation because transplantation medicine is 
widely seen as the epitome of advanced medical technologies (Callahan 1992). How- 
ever, an application of the ‘natural lifespan account’ would require the definition of a 
sharp chronological cut-off age for organ transplantation that would be hard to justify 
and would ultimately appear arbitrary (Veatch 2002: 339). Indeed, at closer inspection, 
the natural lifespan account seems to presuppose a certain traditional notion of an 
adequate temporal extension and structure of human life without further explanation 
(Schweda 2017). 

A prominent liberal-egalitarian argument is the ‘prudential lifespan account.’ It 
holds that if each person had to distribute a total amount of medical resources over 
their entire lifespan without knowing their actual age and state of health, it would 
be reasonable for everyone to allot the bulk to young and middle age instead of later 
life (Daniels 1988). Similar considerations have also been alluded to in the discussion 
of age in organ allocation (Kilner 1988). However, the ‘prudential lifespan account’ 
does not provide any concrete criteria to identify the specific claims different age 
groups may have for donor organs (Veatch 2002: 340). Moreover, against the backdrop 
of increasing average life expectancies, the prudence of the underlying rationale for 


233 


234 


Mark Schweda & Sabine Wöhlke 


apportioning limited health care resources such as donor organs may be called into 
question (Schweda 2017). 

Finally, the so-called ‘fair innings’ argument appeals to the common intuition 
that it makes a moral difference whether someone still has their whole life in front 
of them or has already completed a full lifespan. The approach suggests that it can be 
fair to give priority to younger people when it comes to lifesaving medical care and 
limit access for those who have already arrived at old age (Harris 1985: 94). Analogous 
arguments have also been formulated regarding the just distribution of donor organs 
(Persad et al. 2009). Thus, it could be argued that the prioritization of younger people 
in the allocation of donor organs would help to ensure equal opportunities for every- 
one to complete a full life cycle (Veatch 2002: 341). However, in times of increasing life 
expectancies and more promising prospects and ambitious expectations for later life, 
it appears less than clear when a life can actually be regarded as completed (Schweda 
2017). 

These general lines of argument also play a role in the discussion of more concrete 
aspects of allocation policies and programs. Thus, Veatch and Ross (2015: 335) argue 
that serious moral problems can arise if the graft survival time of organs from older 
donors is shorter than the normal life expectancy of their recipients or, conversely, if 
older recipients have a lower life expectancy than the organs they receive from younger 
donors. Against this backdrop, they consider a certain age matching between donors 
and recipients ethically justified. At the same time, however, Veatch and Ross (2015) 
point out that insufficiently reflected age-based algorithms can have adverse effects. 
Thus, if age became a criterion for prioritization, older patients might end up having a 
higher chance of receiving a donor organ than younger patients: they would not only 
receive the organs that are regularly assigned to them but also those that have previ- 
ously been rejected by younger potential recipients. In order to avoid such inadvertent 
detrimental effects, Veatch and Ross argue for organ allocation based on age differ- 
ence between donor and recipient rather than a categorical cutoff for older persons. 
Evaluating recent formulas for taking age into account in organ donation, they argue 
that need over a lifetime should have priority over present need (Veatch/Ross 2015: 
351). With regard to the ESP in particular, they criticize that the old-for-old practice 
restricts patient autonomy and does not promote principles of utility and justice that 
could justify such a restriction (ibid: 341; also see Siisal et al. 2020). 


4.2 Living Donation, Familial Responsibilities, 
and Autonomous Decision Making 


When it comes to the topic of living organ donation, the moral significance of age 
appears even more complex and less discussed. In contrast to the focus on distribu- 
tive justice in postmortal donation, the ethical debate on living donation concentrates 
on questions of donors’ voluntariness and self-determination. Especially in the fam- 
ily context, these questions are frequently intertwined with matters of age, parental 
and filial claims and responsibilities, and intergenerational relations between organ 
donors and recipients (Schweda/Wohlke 2013; Lock/Crowley-Makota 2008). 

Several socio-empirical studies have highlighted how traditional, often gendered 
family roles and relationships play into decision-making processes for living organ 
donation, posing challenges to the implementation of individualistic conceptions of 


Selecting Donors and Recipients 


personal autonomy and informed consent. This not only holds true for cultures with 
a traditionally strong inclination towards family decision making and moral duties 
based on kinship (Lee 2015), but also for late-modern Western societies (Wéhlke 2015; 
Crombie/Franklin 2007; Crouch/Elliot 1999). In particular, the responsibility of par- 
ents — especially mothers — to donate to their children often seems to be considered 
almost natural and self-evident, all the more so when minor children are concerned 
(Schweda/Wohlke 2.016; Zeiler et al. 2010). 

However, recent ethnographic research conducted in the United States also indi- 
cates the increasing relevance and changing moral implications of age and generational 
roles and relations in this context. Due to advancing medical possibilities, increasing 
life expectancies and changing expectations regarding later life and intrafamilial care 
relationships, there appears to be a trend toward living organ donation from young 
or middle-aged persons to their older relatives. Adult children in their thirties, for- 
ties, and fifties feel inclined to donate an organ to their parents in their sixties and 
seventies in order to keep them alive, to express their gratitude, or to ‘give something 
back’ (Kaufman et al. 2009). In turn, the respective members of this older generation 
often seem to feel obliged to accept the offered organ donation in order to comply with 
what has become routine medical practice and to be around some time longer for the 
sake of their descendants (ibid.). The consequence seems to be a shift in the ‘moral 
economy’ of living organ donation between the generations of a family: what once may 
have appeared morally inappropriate or even ‘unnatural’ seems to be becoming more 
and more common, commendable, or even appropriate (ibid.). 

From an ethical point of view, the question of the voluntariness and appropriate- 
ness of these decisions deserves closer inspection and clarification. Thus, according 
to Kaufman et al. (2009), the decisions of patients and health care professionals about 
life-extending medical interventions such as organ transplantation are usually influ- 
enced by the routine pathways of treatment, the pressures of the technological imper- 
ative, and the growing normalization, ease, and safety of treating ever older patients. 
The respective studies indicate that “the standard use of medical procedures at ever 
older ages trumps patient-initiated decision making” (ibid.: 175). This could be ethi- 
cally problematic as it may undermine well-informed, deliberate and autonomous 
choice regarding living organ transplantation. In addition, the chances and risks for 
the organ recipient must also be continually evaluated and reconsidered in light of the 
risks for the living organ donor. The provision of adequate information about risks as 
well as graft and patient survival is crucial for well-informed and autonomous deci- 
sions on both sides (Cooper et al. 2011). Finally, the question of living organ donation 
between members of different generations within the family also touches upon the 
intensifying ethical debate on family obligations and especially mutual intergenera- 
tional (parental and filial) claims and responsibilities (Crouch/Elliot 1999; Lindemann 
Nelson/Lindemann Nelson 1995). 


4.3 The Moral Relevance of Concepts of Age and Aging 


In the debate on both postmortal and living transplantation, positions and arguments 
regarding organ donation are apparently intertwined with morally loaded ideas of 
aging, the individual life course, and intergenerational roles and relations. They rely 
on certain images of old age, age norms, and social obligations, and they touch upon 
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more general controversies about care responsibilities, transfers between generations 
in the family and society at large, and fair resource allocation in aging populations. 
However, the relevance of these age-related categories and criteria is rarely considered 
and therefore less than clear in both empirical research and ethical theory. 

Research on the roles and perceptions of older people in different eras and cultures 
makes clear that (old) age is not just an objective chronological or biological fact but 
also a matter of historically variable social construction and cultural interpretation 
(Thane 2005). For example, old age was long envisioned as a phase of social disengage- 
ment and accommodation with biological finiteness; or as a stage of natural decline in 
opportunities and outlooks on life; or as a state of selfcontainment and relinquish- 
ment in favor of younger and future generations (ibid.). Conversely, old age may also 
be regarded as a state of undiminished individual and social standing that should be 
accompanied by a fair range of opportunities and an equitable quality of life; or as a 
status that deserves special respect, care and gratitude from younger generations; or 
even as a phase of life that opens new chances and perspectives (ibid.). 

Asa matter of fact, a number of recent studies indicate that many of the arguments 
in the public political and bioethical debate on age as a factor in biomedical and health 
policy decision making seem to be based upon such cultural conceptions of aging 
and old age, especially when it comes to treatment decisions or resource allocation 
(Schweda et al. 2015; Ubachs-Moust et al. 2008). However, rather than being explicitly 
addressed and discussed, such sociocultural images and conceptions of aging and old 
age are usually implicit in debates, taken for granted as a self-evident basis for bioeth- 
ical reasoning. Especially in modern pluralistic societies and liberal democracies, it 
appears increasingly problematic to presume traditional understandings of aging and 
old age as a basis for moral arguments, political decisions, or even legal regulations, 
since these may reinforce stigmatization of and discrimination against particular 
groups of older people. As the baby boomers are growing old, it seems likely that the 
changes in values accompanying this generation’s pathway through life are beginning 
to transform our perceptions of aging and old age, for example emphasizing aspects 
of individual flourishing and self-fulfillment. The underlying shifts in the conception 
of the individual life course and the fabric of intergenerational relations challenge the 
traditional coordinate system of many bioethical and public health debates. A “fresh 
map of life” (Laslett 1989) is emerging, which calls for a systematic empirical analysis 
and ethical reflection on the moral significance of the life course and intergenerational 
relations in bioethics and public health (Schweda 2017). 

To date there has been little empirical research on public perspectives regarding 
the moral significance of aging and old age in the context of organ donation. A few 
studies explore attitudes towards age rationing in the distribution of organs and hint 
at a growing acceptance of age as a criterion for health care prioritization (Diederich 
et al. 2011). In a quantitative survey, Stahl and colleagues (2008) confronted partici- 
pants with trade-offs between age and urgency and found that the older the patient 
was the more urgency was required to receive priority. The study indicates that clinical 
urgency is only one of many factors influencing attitudes to allocation decisions and 
that respondents apply different principles of fairness, including age, depending on 
the relative clinical status of patients. By contrast, several other quantitative and qual- 
itative studies show a strong rejection of the idea that young patients should be given 
priority over older patients (Fattore et al. 1999). Schweda and Wohlke (2016) found that 
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lay people were against a general limitation of access to health care resources based 
solely on chronological age but nevertheless acknowledged that age can be a relevant 
factor in ethical decision-making processes, e.g., with regard to biographical concepts 
and viewpoints such as age roles, ideas of the course and prime of life, or responsibil- 
ities between generations. 

Regarding living donation, the role of age and generational relations has been even 
less investigated. A few qualitative studies indicate how age and relationships between 
generations within the family can play an important role in this context (Wohlke 2015; 
Lock/Crowley-Makota 2008). Thus, as mentioned above, traditional life models and 
gender roles can make organ donation by adult parents and especially mothers to their 
minor children a matter of course (Zeiler 2010; Schicktanz et al. 2010; Motakef/Wohlke 
2013). In this context, age difference is sometimes associated with the perception of 
an asymmetric relationship between parents and children that involves unilateral 
parental obligations of care, responsibility and sacrifice for the health of the family 
and especially the children (Schicktanz et al. 2010). By the same token, when a child 
offers to help a parent with an organ donation, limits on filial responsibilities in par- 
ent-child relationships can be brought to the fore (Schweda/Wéhlke 2013). However, 
we have already seen that an expanding range of medical possibilities, increasing life 
expectancies, and social value change seem to challenge traditional age norms and 
facilitate organ donations from adult children to their parents, or even grandparents, 
as a new expression of intergenerational familial care and solidarity (Kaufman et al. 
2009). In this context, traditional ideas and expectations regarding advanced age are 
increasingly called into question. The medicalization of aging reframes age-associated 
ailments and impairments as medical conditions that require professional treatment 
(Kaufman et al. 2004). In addition, more ambitious standards of adequate functional- 
ity, wellbeing, possibilities, and prospects in later life promote intensified efforts and 
expanding expenses for the health care of older people (Kaufman et al 2009). 


5. Conclusions and Outlook 


Population aging and medical progress promote new possibilities of organ transplan- 
tation at different stages of life and between different age groups. As a result, aspects 
of medical feasibility and ethical questions regarding the moral implications and con- 
sequences of age in the context of organ donation are gaining relevance. In everyday 
life, clinical practice, and public health contexts, such questions challenge traditional 
understandings of the individual life course as well as intergenerational relations, and 
they produce serious moral insecurities, perplexities, and conflicts. This is the case, 
for example, when adult children offer to donate a kidney to their parents; or when 
organ transplantations across considerable age differences are envisaged; or when 
decisions have to be made regarding old and very old persons’ access to (and position 
on) waiting lists for post mortem donor organs. 

In the academic discourse, there has been comparatively little systematic consid- 
eration regarding the significance of age and generational relations in transplantation 
medicine to date. While there have been at least a few studies on organ donation from 
and to neonates and very young children (Campbell et al. 2013; Sarnaik 2015), similar 
systematic research concerning old age is largely absent. On the one hand, biomedical 
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studies increasingly examine the different medical chances and risks of organ trans- 
plantation from and to older people. On the other hand, however, the relevant medi- 
cal possibilities are still not sufficiently investigated, and the underlying measures of 
medical efficacy and cost-efficiency involved in this context are still in need of clarifi- 
cation and justification. The relevant bioethical discussion is only just beginning and 
still seems to be informed by mostly traditional conceptions of aging, the individual 
life course, and intergenerational relations. Such conceptions frequently suggest pre- 
mature and poorly reflected proposals, such as implicitly agist utilitarian calculations 
or even age-based rationing of donor organs. 

Only recently have more informed and differentiated approaches towards these 
issues been brought forward. They suggest that questions related to aging and gen- 
erational relations actually mark an emerging field of empirical research and ethical 
debate in the context of organ donation. Three aspects in particular deserve closer 
consideration: First, it is imperative to collect more comprehensive and systematic 
evidence about the medical chances and risks of transplantations from and to older 
people, but also about the health economic benefits and costs of ‘old for old’ schemes 
like the European Senior Program. This research especially has to take into account 
that medical possibilities of organ transplantation are still evolving, and the health of 
older people will also be different in more recent birth cohorts such as the baby boomer 
generation. Second, since the success of transplantation medicine largely depends on 
the social acceptance of the principles of organ donation and allocation, empirical 
research on public opinion must more systematically address aging and intergener- 
ationality. We need to know more about how ideas of old age and generational roles 
and responsibilities factor into public moral attitudes towards organ donation and 
transplantation. Third, a more differentiated ethical debate on the moral significance 
of age in organ donation is necessary. In this context, the analysis and critical reflec- 
tion on outdated notions of old age, the life course, and generational relations remains 
an important desideratum. 
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13. Living with a Transplant 
Identity and a Good Life' 


Pawettukow 


1. Introduction 


The intuitive rationale behind transplants is that they save life and improve its quality. 
While obviously sound, these reasons can only be elements of any plausible answer to 
the more fundamental question about a good post-transplant life. ‘Good life’ does not 
reduce to survival or quality of life, or the two combined. A good life is a life that is 
good all things considered, taking account of all the values, circumstances, and con- 
siderations that matter in a particular person’s life or make their life worthy for them. 
It can include balance of pleasure and pain, satisfaction of desires or fulfillment of 
expectations, achievement of objective goods, pursuit of personal goals, discharge of 
obligations, and various other elements and circumstances, as judged from the objec- 
tivizing perspective human beings take when they reflect on their own lives. 

Human beings are planning and decision-making beings. When they plan their 
actions or make decisions they ask the ethical question: ‘How should one live?’ (Wil- 
liams 1985). An answer to that question, which relies on the person’s self-knowledge 
and self-understanding, entails a conception of a good life. To judge how well one’s 
life is going, all things considered, and to choose how to act, one must appeal to such 
an objectivizing view of a good life; to provide guidance to planning and action, the 
conception must be sufficiently stable and instructive and relate to the actual circum- 
stances of the individual’s embodied existence. To have a good life, the human being 
needs a sufficiently stable and instructive conception of a good life. 

This chapter will discuss the difficulties that transplant patients can encounter 
in their efforts to arrive at a conception of a good life as applying to their own life 
after surgery. While most authors discuss the social and psychological aspects of the 
transplant patient’s life, as well as its quality, they generally remain silent about the 
interaction between the transplant patient’s identity and their sense of how well their 
life is going. This is a serious omission. The decision to undergo transplant treatment 
and the process of recovery necessarily involve the most fundamental values and com- 
mitments (e.g. life itself, social bonds and relations, life goals). Those values and their 


1 Research for this chapter was funded by the National Science Centre, Poland; Project No. 2015/17/B/ 
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interrelations contribute to the identity of the patient. The removal of a diseased body 
part and its replacement with one that comes from another person shapes that identity 
in the most basic, physical way, and thus, together with the demands of a post-trans- 
plant treatment regime, it often demands rethinking or rearrangement of one’s own 
conception of a good life. Thus, the focus on a good life and identity is of central impor- 
tance to the perception of transplant patients as persons or agents. It can also help 
medical professionals to achieve a rich, comprehensive and integrated understanding 
of the existential situation of transplant patients, and therefore to respond adequately 
to their needs. 

In this chapter it will be argued that due to the embodied nature of a human being 
and the central place embodied identity must occupy in every conception of a good life, 
and in every judgment of the worth of an individual life all things considered, trans- 
plants, by modifying the patient’s bodily make-up, challenge their prospects for arriv- 
ing at a sufficiently stable and instructive view of a good post-transplant life, and thus 
a reliable judgment about how well their life is going. The instabilities and indetermi- 
nacies of that conception may in turn result in problems with the patient’s future iden- 
tity. The instabilities in the patient’s present identity, and in their conception of a good 
life, can prevent them from developing a sufficiently stable and instructive future 
identity, and so from having a good post-transplant life. An adequate response to such 
challenges may involve not only reciprocal adaptation of the patient’s post-transplant 
identity and their conception of a good life but also a reframing of the very concept of 
the good life when applied to life after transplant surgery. 

The discussion that follows will not investigate the components of conceptions of 
a good life. Such conceptions can differ vastly from theory to theory and from person 
to person. There thus seems to be insufficient grounds for adopting an overarching 
framework that relates those conceptions to post-transplant life. Additionally, since 
well-being seems to be a necessary component of every conception of a good life, and 
well-being during illness is not necessarily significantly lower than when healthy (Ang- 
ner et al. 2009; Chwalisz et al. 1988; de Haes & van Knippenberg 1985; Riis et al. 2005), 
one should not assume that post-transplant life is necessarily worse, all things consid- 
ered, than life in health. An attempt to judge whether a post-transplant life is necessar- 
ily good or not would presuppose a particular view of a good life, and so it would risk 
an imposition of such a view on post-transplant patients, effectively foreclosing some 
intuitively plausible alternative views of a good life. 

The discussion will focus on post-transplant identity as a prerequisite of the pro- 
cess of arriving at, and sustaining, a conception of a good life and judging one’s own 
life to be good, independently of the particular contents or structure of such a concep- 
tion. These processes can be explicit, involving cognitively and affectively committed 
reflection on various aspects of one’s own life; but they can also be tacit and result in 
cognitive and affective engagement with life events; and they can be a combination 
of the two. The identity to be discussed will not be understood as an individual’s or 
object’s sameness over time, or a person’s sense or feeling of being one and the same at 
different points in time, although some aspects of this will transpire in the discussion. 
The identity considered in this chapter refers to the embodied experiences that collec- 
tively constitute one biography of a human being, and in this way define a particular 
human being as having a personality composed of, among other things, beliefs, habits, 
preferences, skills, and traits of character (Goldie 2004; Rorty/Wong 1990). A human 
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being’s biography is necessarily extended over time and susceptible to change. Thus, 
the identity of a human being is temporal, changeable, and therefore incomplete. To 
be a whole, a human being’s life and identity need a significant degree of consistency 
between their events and phases. Although they may include significant disruptions, 
they can remain one biography and one identity. 

This chapter begins with a phenomenological perspective on the embodied identity 
of the human being and illness. The insights deriving from this perspective will be 
then applied to the situation of the transplant patient. Such an outlook draws attention 
to the subjectivity of patients, thereby revealing the interrelations between patient 
identity and a good life, and moving beyond a focus on the physiological and socio-psy- 
chological aspects of medical care. 

The theses that will be presented in this chapter regarding the possibility of arriving 
at a sufficiently stable and instructive conception of a good post-transplant life should 
not be understood as reports from empirical research or universal truths. Collectively, 
empirical data on the lived experiences of transplant patients form a repertoire of the 
various experiences that constitute illness and identity, and post-transplant identity. 
This repertoire will serve as the basis for an exploration of the interrelations between 
post-transplant identity, conception of a good life, and the potential difficulties in 
achieving such a life after transplant surgery. The elements of that repertoire form 
a range of experiences which can come in various combinations, depending, among 
other things, on the patient’s biography, health status and history, social context, med- 
ical and lay ideologies, or the organ involved. Accordingly, the discussion of the possi- 
bility of achieving a sufficiently stable and instructive view of a good post-transplant 
life is not about universal phenomena. Rather, it is to be read as an exploration of the 
various challenges that transplant patients can face in their attempts to form a concep- 
tion of a good post-transplant life. 

The first section sketches the lived bodily experience of illness. It relies on the idea 
that a human body is not a mere Cartesian vehicle for a soul but a constituent of a 
specifically human identity, both species identity and identity as a particular mem- 
ber of that species. This section provides background for the discussion of post-trans- 
plant identity in the second section. As the available anthropological studies show, 
post-transplant identity is in many, often unique, ways fragile and unstable; it is fre- 
quently disrupted and in need of restructuring. In many respects this identity eludes 
the patient’s control by subordinating their daily affairs to medical surveillance, and 
it is repeatedly challenged by the risk of organ rejection, the demands of immunosup- 
pressive therapy, and medical complications. Building on these insights, the third sec- 
tion offers a philosophical investigation into the potential impact of post-transplant 
identity on the process of arriving at a sufficiently stable and instructive view of a good 
post-transplant life. 

Due to the diversity and uniqueness of post-transplant experiences as they relate 
to the question of a good post-transplant life, this section cannot and will not report 
empirical data, although such data are appealed to. It is an exploration of the difficul- 
ties that transplant patients can encounter in their attempts to arrive at a stable and 
instructive conception of a good life. This exploration reveals that patients may need to 
reframe their conceptions of a good post-transplant life rather than merely rearrange 
or reconstruct them. A reframed conception of a good post-transplant life will often 
need to be open-ended to make room for the creative process of assimilation of the 
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conflicts, uncertainties and instabilities of the post-transplant identity. In this way the 
conflicts, uncertainties and instabilities of the post-transplant identity can become a 
whole which makes the patient’s life undoubtedly theirs. 


2. The Experience of Illness 


The human body is the essential constituent of a human biological and biographical life. 
It is the basis both of an individual’s membership in the human species and of their 
particular identity. An individual human body sustains the existence and identity of a 
particular human being over time and is the central instrument of their interactions 
with their natural and social environments. Embodiment makes human beings capa- 
ble of good and evil, of having a conception of a good life, and of being susceptible to 
diverse benefits and harms. Additionally, human beings can form views of a good life 
because they are aware of the fragilities of their existence, which are brought about in 
a profound way by their embodiment. 

The body is not only the physical substratum of a human being’s existence (Körper); 
it is also the lived body (Leib) (Husserl 1989: $36) or embodiment, which is the con- 
scious presence in, and involvement with, an environment. A person’ as a particular 
lived body relates to the objects in their environment (which are perceived as really 
there) through their sensory experiences (Merleau-Ponty 1962), feelings, and emotions 
(Buytendijk 1987). In contrast to the physical body, the lived body is not simply the site 
of experiences, feelings and emotions. Experiences, feelings and emotions locate a 
human being as an entity in the world rather than as a sovereign Cartesian mind or 
mode of reference to things or to oneself. The lived body makes it possible to conceive 
of the objects and oneself as belonging to the same world. This double relationship to 
the things out there and to oneself establishes a particular person’s sense of identity 
and individuality as a unique and separate entity (Merleau-Ponty 1962), and includes, 
among other things, their beliefs, habits, preferences, skills, and traits of character. 

Despite its obvious centrality for human life, filled with thinking, planning, decid- 
ing, feeling, etc., the lived body usually remains transparent to human beings because 
life in health involves relating oneself as a whole, rather than as an aggregate of parts, 
to the objects in the environment rather than relating to oneself (Gadamer 1996; Leder 
1990; Merleau-Ponty 1962; Sartre 1978 [1956]: 324-326; Zaner 1981). The absence of dis- 
comfort or pain makes one’s own embodiment and the arrangement of one’s own body 
parts imperceptible (Leder 1990; Zeiler 2010) and so unproblematic. One’s own embod- 
iment is brought to one’s attention in health only occasionally, as a result of effort or 
fatigue (Van Den Berg 1987) or during pregnancy (Young 2005: 46-61). Unlike most 
instances of discomfort or pain, the absence of unpleasantness and pleasure does not 
have a specific place in the body. The lived body, which in various ways founds the per- 
son’s being and presence in the world and mostly remains a transparent whole in times 
of health, can become an experienced sum of its parts in times of illness. 

Illness, which is a fundamentally subjective experience, brings one’s own body to 
one’s attention, initially through a general and indeterminate discomfort (Zeiler 2010). 


2 “Human being” and “person” will be used interchangeably. No substantive ethical assumptions typi- 
cally associated with “person” are made in this chapter. 
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An attempt to make illness objective, or to develop an objective account of it, would 
presuppose its separation from the ill person. The resulting account would be alienated 
from the things which make the experience of illness possible and actual; it would also 
be limited to what is intersubjectively available (Agazzi 2001). Illness may begin with 
an unspecified and often pre-reflective experience that “something is the matter”, that 
“one somehow does not feel quite right” (Gadamer 1996: 111), or that something is wrong 
with the person (Gert et al. 2006: 136). At more advanced stages of illness, the experi- 
ence can be conceptualized as biographical disruption (Bury 1982), disruption of the 
lived body (Toombs 1988), otherness or alienation of the body from the ill person (Cas- 
sell 1985; Svenaeus 2000a, 2000b; Zaner 1981), disconnection of the body from the self 
of the ill person (Leder 1990), objectification of the body (Toombs 1988, 1992: 201-226), 
uncanniness and unhomelikeness (Unheimlichkeit) of the body (Svenaeus 2000b, 2011), 
or doubt in one’s own body (Carel 2016: 86-105). 

Illness drives a wedge between a person’s sense of the integrity of their self and 
their body, making the body perceptible to that person (Kass 1985: 220; Merleau-Ponty 
1962; Sartre 1978 [1956]: 337-338) and problematic (Frank 1995). Illness is defined by 
dualities which are usually absent in life in health. The first, most prominent duality 
is that of the body and the self (Cassell 1985: 55-65; Toombs 1988). The pains and dis- 
comforts caused by a disease and the limited capabilities of the diseased body shift the 
person’s focus from the surrounding objects to the body, revealing it as an entity some- 
what separated or distanced from the self. Bodily movements, whose technicalities 
usually escape the person’s awareness, as well as the wholeness of the body in health, 
are now analyzed into their parts and processes, which must be controlled individually. 
Pain in the knee, for example, usually requires planning of how to position the foot or 
balance the body’s weight while walking. The lived body in illness is no longer a uni- 
tary and harmonious whole, but a precarious structure made of processes and parts, 
which, due to the discord brought about by illness, need individual attention and cor- 
rections. The second duality in illness is a dissonance between the individual’s self-im- 
age and their actual presence in the world. By depriving the lived body of some of its 
experiences, as well as affording new ones, illness confronts the person with change at 
the most intimate level; it surprises them and calls for self-reflection and sometimes 
re-construction of the self-image. 

The dualities of illness make the human being realize that their body is the only 
form of existence available to them; experientially there is no alternative to their 
embodied existence, which determines who they are. The dualities of illness show that 
the human body is not an instrument that occasionally works badly, has defects, ceases 
to work as usual, or lets the person down. They reveal that illness is a total experience. 
It is the whole human being who is ill, not just their body or its part. This suggests that 
the ill person is the ailing lived body in a way similar to that in which a healthy human 
being is a healthy lived body. 

The weaknesses, limitations, and dualities of the ill human being’s diseased body 
can be experienced as chronic sorrow, frustration, anger and a sense of futility in 
making long term plans (Kierans 2005; Michael 1996), loss of self, diminished sense 
of self-identity, or as grieving for one’s former identity (Charmaz 1983, 1995; Matson/ 
Brooks 1977). This is not to say that the weaknesses, limitations and dualities of ill- 
ness have only negative impact on the ill person. They can also prompt adaptation 
and desirable changes, giving rise to the need to regain control over one’s own affairs, 
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promote personal growth and change (Michael 1996; Moch 1989), or struggle for nor- 
malcy (Ohman etal. 2003). Whether judged negatively or positively, the bodily changes 

brought about by illness affect the physical and perceptual abilities of the human being 

and their very subjectivity(Merleau-Ponty 1962). 


3. The Fragility of Post-transplant Identity 


While in illness identity disruption is likely, organ transplants, much like chronic ill- 
ness, necessarily affect the person’s identity due to the bodily discontinuity brought 
about by removal of the diseased organ, and the bodily re-constitution prompted by 
implantation of someone else’s body part. Due to the temporal dimension of trans- 
plant treatment, the impact of a transplant on a person’s identity must be seen as a 
process which starts at the latest at the moment of removal of the diseased organ and 
continues during recovery and, potentially, the rest of the patient’s life. Not infre- 
quently, this “identity process” begins before the surgery, with the illness reaching the 
stage at which a transplant is considered (e.g. burdens of the treatment of the under- 
lying disease, dependence on health care services, waiting for the organ) (Adahl 2013; 
Kierans 2005), and lasts through the surgery into the remainder of the patient’s life 
(Cormier et al. 2017; Varela 2001). The gravity of the impact of the transplant process on 
the patient’s identity will vary not only depending on the characteristics of the recip- 
ient but also on the experiential identity significance of the body part to be removed 
and replaced (Svenaeus 2012, 2016: 28). The identity significance of a body part can be 
related to its visibility (e.g. a hand), indispensability for the human being’s survival 
(e.g. the lungs), potential for spontaneous regeneration (e.g. the liver), cultural mean- 
ing related to traits of character, and association with expression of the individual’s 
perceived personality (e.g. the heart). 

The identity-related experiences of transplant patients will typically have two 
stages, often overlapping and varying, depending on the identity significance of the 
body part to be replaced. One is the experience of the anticipated and actual loss of 
the body part to be removed, the resulting fear of a loss of one’s self (Belk 1992), and 
the subsequent loss of the imagined past “(compiled of experiences, sensations and 
achievements) that transplant patients consider that they might have had” (Baines/Jin- 
dal 2003: 124) if they had not suffered from the disease that had led to the loss of this 
organ. Depending on the identity significance of the diseased organ or the life stage at 
which the loss happens, the occurrence, forms and intensity of grieving for the loss of 
the organ can differ. For example, adolescents who - due to the burdens of the under- 
lying condition — may miss out on some developmental stages may not grieve after the 
organ is removed because they have not had an opportunity to assimilate it in forming 
that identity, a process still underway (Anderson et al. 2017). 

The second stage of the identity-related experiences of transplant patients is con- 
nected with the acquisition of a new body part and the need to incorporate it into the 
patient’s identity. Again, the form and dynamics of this stage will vary depending on 
the identity significance of the body part replaced and the stage of life of the patient. 
It will also be shaped by the patient’s health status (urgent or planned) and prognosis, 
the type of donor (deceased or living), the information about the donor that is available 
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to the patient (ranging from anonymity to personal knowledge), and by the emotional 
links between the recipient and the donor (non-related versus related donation). 

The following discussion of post-transplant identity covers both stages of the 
post-transplant identity process in its sequential dynamics of a living experience, 
whose elements — depending on the patient and their social circumstances - can be 
variously arranged and can differ in their prominence. Special attention will be paid 
to the post-transplant stage. 

As noted in the section above, a person’s own identity usually escapes their aware- 
ness, the body being taken for granted. The sequence of organ failure, removal, and 
replacement brings the individual’s body to their attention. This sequence both ques- 
tions their identity and reveals its importance, calling for its reconstruction. Clearly, 
the key element of the identity process in transplant recipients is the presence and 
functioning of a ‘foreign’ body part which, when combined with the patient’s depen- 
dence on that organ for survival, can result in a conflicted or problematic identity. The 
foreign body part challenges the patient’s identity by its presence in their body, but in 
most cases it simultaneously sustains that identity by making continued life possible 
(Nancy 2008). The patient must therefore incorporate the transplanted body part into 
their new or modified identity (Mauthner et al. 2015). 

This conflict may be intensified by the patient’s sense of connectedness to the 
organ donor as well as the contradictory messages medical staff communicate about 
the implanted body part. On the one hand, to motivate patients to comply with the 
demands of the immunosuppressive therapy, medical professionals often refer to 
the precious “gift of life”, which imaginatively and affectively links the transplanted 
organ to its donor. Depending on the identity significance of the transplanted body 
part, such linking can initiate imaginative bonding of the patient with the donor, and 
in this way modification of the patient’s identity. Not infrequently, patients contem- 
plate the possibility of inheriting their donor’s traits (Adahl 2013; Bunzel et al. 1992; 
Inspector et al. 2004; Kaba et al. 2005; Neukom et al. 2012; Sanner 2001, 2003). Addi- 
tionally, the stress on the value of the transplanted body part may trigger guilt over the 
fact that someone had to die to allow the patient to survive (Anthony et al. 2019; Fors- 
berg et al. 2000; Inspector et al. 2004; Kaba et al. 2005; Mai 1986; Neukom et al. 2012; 
Sanner 2003; Schmid-Mohler et al. 2014). On the other hand, medical professionals 
routinely objectify transplanted organs as spare parts (e.g. the heart as “just a pump”), 
thus depersonalizing the sources of the body parts (Bunzel et al. 1992; Mai 1986; San- 
ner 2003; Sharp 1995). In combination with the gift-of-life imagery and corresponding 
to the identity significance of the transplanted organ, depersonalization can make it 
difficult for the transplant patient to perceive the organ as an integral part of their 
own body and identity (Nancy 2008), which can prompt confusion about their own 
identity (Forsberg et al. 2000; Tong et al. 2011). Accordingly, patients need to take steps 
to rebuild their identities and regain a sense of personal consistency and continuity. 

As in life in health (Carr 1986; Ricoeur 1986), attempts to reconstruct one’s own 
identity during serious illness often take the form ofidentity-shaping narratives (Bury 
2001; Frank 1995; Williams 1984). The stories draw on the patient’s biography as well 
as the (imagined or actual) biography of the donor and the implanted body part and 
reflexively shape the patient’s biography. Since the transplanted body part belongs to 
the donor’s biography, the recipient may view it as having its own story (Sharp 1995), 
which needs to be integrated, sometimes in combination with the donor’s biogra- 
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phy, into the patient’s life story. Thus, recipients sometimes personalize transplanted 
organs, internalize images of their donors, or integrate those images into their newly 
constructed identities (Forsberg et al. 2000; Sharp 1995). 

The consistency and continuity of the post-transplant identity can be extremely 
difficult to achieve and maintain. The popular rhetoric (intended to encourage post- 
humous donation) of the cadaveric donors “living on” in recipients imposes the donor’s 
(actual or imagined) biography on the patient’s construal of their identity, which is 
thus modified or perhaps even compromised. Thus, as suggested by frequent retro- 
spective conceptualizations of the surgery as renewal, rebirth, or becoming a new per- 
son (Adahl 2013; Inspector et al. 2004; Kierans 2011; Neukom et al. 2012; Sharp 1995), 
post-transplant identity is not simply a modified pre-transplant identity; it can be anew 
identity which calls for its own narrative. The transplant patient may have to re-invent 
themself as a unique individual who is both continuous with their pre-transplant self 
and transformed after the surgery. This process can be disturbed by the immunosup- 
pressive treatment, which requires commitment to continued medical surveillance of 
their life (Cormier et al. 2017), and so it removes from the patient’s control a significant 
part of their future life story and their new identity. Additionally, since the demands of 
immunosuppression regularly remind the recipient of the presence of a body part that 
comes from another individual, which, together with the fear of rejection (Baines/Jin- 
dal 2003: 133-136; Forsberg et al. 2000; Juneau 1995; Schmid-Mohler et al. 2014; Sharp 
1995), becomes the recipient’s lifetime companion, the transplant patient’s identity is 
repeatedly questioned, frequently uncertain, dependent, and leaves the patient in the 
precarious space between a world of abnormality, illness, limited productivity and 
dependence, and a world of normalcy, health, productivity and independence (Juneau 
1995; Schmid-Mohler et al. 2014). 

The varieties of post-transplant experiences and their impact on post-trans- 
plant identity are akin to the experience of chronic illness. The need to incorporate 
a transplanted organ into one’s body and identity, as well as to adjust one’s affairs to 
the demands of immunosuppression, can alternatively lead to rejection, engulfment, 
acceptance, or enrichment (Oris et al. 2018). One may reject the fact of being a trans- 
plant patient by disregarding various aspects of the post-transplant regimen. Or hav- 
ing a transplanted body part may engulf the patient to the extent that it will dominate 
all spheres, activities and efforts in their life. Alternatively, the patient may accept the 
fact of having an implanted organ without being overwhelmed by it or by the require- 
ments of the post-transplant regimen. Finally, the patient may be enriched by their 
new bodily make-up, seeing it as an opportunity for growth and personal development. 

These beliefs and attitudes are responses to the lasting instability of the post-trans- 
plant identity, which is questioned, compromised, restructured, difficult to control, 
and uncertain — repeatedly and on many different levels. Such identity instability can 
have profound implications for the patient’s ability to design their conception of a good 
life, and to live a good life at all. But it also harbors the promise of a good post-trans- 
plant life. 
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4. The Continuing Challenge of Good Post-transplant Life 


Human beings are not only cognizant of, and respond to, the environment. They are 
also aware of themselves, notably while thinking about their future (Klinger 1994). 
Future-oriented activities like planning and making decisions involve both self-aware- 
ness and awareness of the surrounding environment, which includes knowledge of its 
current and past states and causal links between its elements. These activities also 
include beliefs about agreement or disagreement between the objects of awareness 
and the self-awareness, and positive or negative attitudes towards these relations. 
These attitudes are not exclusively unreflective or instinctual. To a significant extent 
they rely on fundamental normative beliefs, which, when combined into sufficiently 
consistent wholes that include a person’s ‘ground projects’ ( Williams 1981), form that 
person’s conception of a good life. Such a conception includes moral beliefs - such 
as those about obligations, values, rights, virtues etc. — but need not be limited or 
reducible to them (Nagel 1986; Williams 1981). Regardless of its contents, this concep- 
tion offers the person an impersonal or objectivizing perspective on their life affairs 
that allows them to make judgments about their life as good or worth pursuing (Annas 
2.004). 

Within such an objectivizing perspective, a conception of a good life mediates 
between the person’s past and present identity and their future identity according 
to the normative beliefs that comprise that conception. A person’s view of a good life 
makes it possible for them to care about their future identity as specifically theirs 
(Williams 1981) - that is, to combine their past, present and future into a consistent 
personal narrative (Ricoeur 1986). This process is a two-way interaction between the 
person’s conception of a good life with a focus on the future, and their unique present 
identity as it has been shaped by the preceding events in their life. Accordingly, the 
fundamental normative beliefs that make up a person’s conception of a good life nec- 
essarily belong to their present identity (Williams 1981). Making (far-reaching) deci- 
sions and taking an impersonal or objectivizing perspective on their present identities 
afforded by the conception of a good life, the human being shapes a future identity, 
conceived of as continuation of the present one. Thus, the mutual interaction of a per- 
son’s identity with their conception of a good life leads to an interdependence between 
their identity’s present and its future. A major change in a person’s present identity is 
thus likely to affect their conception of a good life; modifications to their view of a good 
life can shape their future identity. 

The interaction between a person’s identity and their conception of a good life indi- 
cates that ifa conception of a good life is to provide the required guidance for thinking 
and action, and if it is to successfully link their past, present and future, the present 
identity must be sufficiently stable and consistent. Significant instability or incon- 
sistency of the present identity may prevent a person from successful formation of a 
sufficiently stable future identity, or even from making any attempts to shape that 
identity. Instabilities and inconsistencies in the person’s present identity can result 
in their failure to implement their conception of a good life and may prevent their life 
from being good. 

The conception of a good life involved in thinking, planning, and deciding is often 
explicit, but it need not be so. Judgments about how well one’s own life is going can 
be overt, taking the form of cognitively and affectively committed considerations of 
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various components and aspects of human life, one’s own biography, and relations 
between the two. Alternatively, a person’s view of a good life and their judgment about 
how well their life is going can remain unarticulated; however, it can be reconstructed 
from their statements, decisions, actions, and commitments. Such a reconstruction 
can take various forms. It can be a list of priorities or goals and judgments; or it can, 
particularly in the face of such life-changing events as the onset of a serious illness or 
a demanding therapy, take the form of a patient’s life narrative (Bury 2001; Frank 1995; 
Williams 1984). 

There are at least three possible types of conception of a good life. The conception 
can be organized around the hedonistic idea of a life characterized by a suitable bal- 
ance of pleasures and pains experienced by a person or, less subjectively, around the 
concept of a life of fulfillment of that person’s desires; alternatively, a good life can be 
conceived of in a perfectionist way as offering the person access to the goods on a list 
of goods required for a human being (Parfit 1984). A conception of a good life can play 
its role of the standard of the worth of the life of a human being all things considered 
exactly because it relates to that person’s identity. Since post-transplant identity is 
usually different from that of life in health, the transplant patient’s thinking, plan- 
ning and deciding on the ground of their conception of a good life can face challenges 
unknown to healthy persons or to those living with a serious or chronic illness. 

As explained in the first section, being ontologically and experientially constitu- 
tive for an individual identity, the body in health is for the most part experientially 
transparent to the healthy person, leaving questions of their identity and a good life 
mute for the majority of the time. This fragility of identity, which belongs to the human 
condition, remains invisible in a way akin to the invisibility of the body in health. It 
is noticed at times of illness and ‘forgotten’ again after recovery. The fragility of the 
patient’s identity becomes visible during (serious) illness, when the body becomes per- 
ceptible to them due to the changes, discomforts, and difficulties in controlling their 
affairs. By revealing these fragilities, such disruptive phenomena can prompt re-ex- 
amination of how well one’s own life has been going so far, and so they can encourage 
a critical reflection on one’s own identity and one’s conception of a good life. Except 
where illness is chronic or associated with extremely traumatic experiences, such con- 
cerns are likely to cease after recovery. 

Post-transplant life is different because post-transplant identity is different. As 
the data on transplant patients’ experiences suggest, the fragility of a transplant 
patient’s identity is brought to their awareness by the fragility of their changed body. 
Additionally, the degree of fragility of the post-transplant patient’s body and identity 
fluctuates together with crises that occur in the recovery process and the demands 
of the post-transplant therapy. As a result, the patient’s body and identity will often 
be significantly more unstable than in passing illness, and identity persistently frag- 
mented. The patient might need to reconstruct their identity because the replacement 
of their organ with someone else’s brings their present identity into question. Their 
present identity can no longer be a fixed point of reference to which their conception of 
a good life can be readily applied in their planning, deciding and acting. 

The instability of the patient’s present identity in planning and decision making 
can be exacerbated by the demands of immunosuppression, which bring the fragil- 
ity of the patient’s body and identity to their attention. The repeated challenges to 
post-transplant identity, caused by the fragile reconstitution of the patient’s body, give 
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rise to recurring explorations of their identity. Such explorations can impact deeply the 
patient’s potential to arrive at a conception of a good life and make credible judgments 
of the worth of their present life. First, due to its fragility, the patient’s present identity 
is likely to be less stable than their identity in health, and so it will be more difficult to 
design a conception of a good life which would be adjusted to a fixed identity. Although 
the identity of a human being is never complete, it usually remains sufficiently stable 
in the present and linked to the past to provide a basis for a conception of a good life. By 
contrast, a transplant patient’s present identity is lastingly and profoundly ‘unfinished’ 
- due to the presence of a foreign body part, the responses of their immune system to 
it, and the regimen of immunosuppression — to a much higher degree than in health. 
Accordingly, post-transplant identity may require more frequent and perhaps deeper 
and more comprehensive redesign of the patient’s conception of a good life as com- 
pared to responses to typical events of life in health. 

Secondly, the patient’s evaluations of their own post-transplant life may fluc- 
tuate more relative to their repeatedly rebuilt identity. The aspects of their identity 
to which the patient has adjusted their new conception of a good life may undergo 
changes caused by clinical events (e.g. onset of diabetes or high blood pressure) and 
the demands of immunosuppression (e.g. the regime of immunosuppressant therapy 
or effects of compromised resistance to infections). Such changes can be incompatible 
with the patient’s recently developed conception of a good life. To the extent to which 
the new identity is beyond the patient’s control (e.g. changes in the bodily composition 
or the limits placed on the patient’s lifestyle), the conception of a good life will need 
more frequent adaptation and redesign. Thus, changes in the patient’s identity and of 
their conception of a good life will be mutually dependent: changes of the patient’s 
clinical status will require modifications to their conception of a good life, which will 
become part of their present identity, which, in turn, may necessitate changes in the 
conception of a good life, which, again, potentially will change the patient’s future 
identity. The patient’s thinking about a good life and identity cannot therefore be 
focused on their future to the same extent as in a life in health. The patient’s preferred 
identity, that is what they, explicitly or not, intend, plan or wish to be (Charmaz 1987), 
cannot play the organizing role it usually plays in life in health because, potentially, the 
preferred identity is significantly less determinate and complete. While past events 
may still pertain to their identity, the events relating to the preferred identity are 
undefined. 

Since, as already noted, the conception of a good life necessarily belongs to the 
person’s identity, the fragility of post-transplant identity, rooted in the fragility of 
the transplant patient’s body, can result in instability of their conception of a good 
life. These fragilities cumulatively affect the patient’s life, and so they may affect its 
worth all things considered, in that they will make the central components of that life, 
whatever its constituents, uncertain and unpredictable (Inspector et al. 2004). The 
strategies of coping with uncertainty, such as resolve, benefiting from the support of 
others, or compliance with the demands of immunosuppression or lifestyle (Cormier 
et al. 2017), are likely to be insufficient due to the instability of the very conceptual 
framework of a good life brought about, sustained by, and nourishing the sequence of 
fragilities. The instability of that framework, intended to organize the patient’s plan- 
ning, deciding, and acting is likely to make a good life relatively elusive as an idea and 
problematic as a fact. 
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Transplant patients may respond to the conflicts, uncertainties and instabilities of 
their post-transplant identity and their conception of a good life in two ways. One is 
resignation and acquiescence to the limited, elusive, or in extreme cases, non-existent 
prospects for a good life, which might take the form of an express or tacit decision to 
live in the present and refrain from setting goals or planning for the future (Michael 
1996). Attempts to design their own conception of a good life can then be seen as point- 
less or futile. This, however, would deprive the transplant patient of a good life. To the 
extent that human beings need a view of a good life, which is directed to the future to 
structure their current affairs, to have a good life, such a resignation can question the 
very decision to undergo the transplant treatment. Why save life or improve its quality 
if that life cannot be good, as measured by the standard of the person saved? 

An alternative response to the post-transplant conflicts, uncertainties and instabil- 
ities of identity and the conception of a good life is to see those conflicts, uncertainties 
and instabilities as opportunities for enrichment, growth, and personal development 
(Oris et al. 2018). For this to be effective, itis not enough to rely on conceptualizations of 
a good life that presuppose a stable present identity rooted in a past identity. Whether 
in the form of a list of statements about what matters in life or as a narrative, the con- 
ception of a good life would need to be based on a re-conceptualized or reframed idea 
of a good life. Such an idea should assimilate or incorporate post-transplant conflicts, 
uncertainties, and instabilities. As a result of their heightened bodily awareness and 
(actual or imagined) connection to the donor, their family members, and perhaps (for 
example, through the feelings of gratitude) to society at large, the patient could make 
the conflicts, uncertainties and instabilities important parts of their conception of a 
good life. This conception could respond to the needs and experiences of the transplant 
patient based on their particular identity. 

Itis impossible to discuss the details of the reframed idea of a good post-transplant 
life here. These will depend on personal characteristics and the situation of a given 
patient. Some general points, however, can be made. First, a reframed view of a good 
post-transplant life would need to respond to the conflicts, uncertainties, and insta- 
bilities of post-transplant identity in its relationship to the patient’s past. Seeking con- 
tinuity with their pre-transplant lives, patients need to incorporate into their thinking 
both their own past as well as the (imagined) biography of the transplanted organ or, 
perhaps, of the donor. In such cases, a patient’s conception of a good life would have to 
combine two pasts with one present and a future in order to reconstitute their identity 
and biography as undoubtedly theirs. Accordingly, their view of a good life would not 
only connect their own body with the received organ and the two biographies that pre- 
cede the failure of their own organ into a sufficiently unified whole; it would also have 
to contain conceptual, imaginative and affective resources that allow the patient to 
‘domesticate’ the implanted body part and its biography, that is, to make their presence 
in the patient’s life a legitimate basis of the worth of their life all things considered. 

One of the more specific and socially important aspects of the ‘domestication’ of 
the new body part and the biographies linked to it could be negotiation of the conflict 
between the idea of the gift of life and that of ‘just a body part’. Since embodiment 
is central to identity and identity is the basis of a good life, a conception of a good 
post-transplant life will need to include appreciation of the organ without making the 
patient victim to the feelings of unrepayable debt or guilt. This may be difficult in view 
of the recipient’s possibly unstable health status and the demands of the recovery pro- 
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cess, which makes reappearance of the conflicts, uncertainties and instabilities of the 
post-transplant identity more likely. 

Secondly, as explained above, the conflicts and tensions inherent to the post-trans- 
plant identity do not allow the patient to take their body and their bodily identity for 
granted as while living in health. By being repeatedly questioned, they prompt re-ex- 
amination of the patient’s perspective on their own life, and so of their conception of 
a good life. In this way the identity of the transplant patient is likely to be a process 
rather than a relative constant, and development of the conception of a good life a con- 
tinuing task to be accomplished with relatively high awareness. Although the iden- 
tity of every human being changes over time, the transformations are stretched over 
periods which are sufficiently long for identity to be taken as a given and a constant. 
In transplants, the changing nature of the patient’s identity is perceptible, becoming 
more prominent in periods of medical crisis, in proportion to the identity significance 
of the transplanted body part. This processual aspect of post-transplant identity calls 
for an analogously processual conception of a good life whose components are dynam- 
ically related to the patient’s life events. In such a conception of a good life the patient’s 
bodily fragility and uncertainty about their future are essential. Thus, plans will often 
need to be open-ended and responsive to unexpected changes. They will have to result 
from a creative and learning approach to new events in order to maintain a sufficient 
level of consistency and continuity of the post-transplant life. 


5. Conclusion 


Good post-transplant life is not limited to quality of life. It encompasses medical and 
psychological as well as existential and moral aspects of life, which are intimately 
related to the patient’s goals and priorities. A transplant patient’s identity can be seri- 
ously disturbed due to the embodied nature of human existence. The taken-for-grant- 
edness and transparency of the lived healthy body, which is normally underappreciated 
as the basis for both identity and a conception of a good life, tends to disappear after 
transplant. The conflicts, uncertainties and instabilities of the post-transplant identity 
call for the reconstitution of identity as well as the reconstruction and, more funda- 
mentally, reframing of the conception of a good life. Since after transplant surgery the 
patient’s embodiment is acutely perceptible and their identity prone to contestation, 
their conception of a good life may need to include the conflicts, uncertainties and 
instabilities associated with the transplant identity process and the processual nature 
of the conception of a good post-transplant life. The patient’s bodily and experiential 
identity will have to be negotiated to be included in their view of a good life. Since 
these negotiations are ostensibly inconclusive and may recur due to the demands of 
immunosuppression and the fragile status of the patient’s bodily integrity, a patient’s 
view of a good life must include resources necessary for adequate responses to their 
potentially changing identity. 

Thus, not only is it the worth of a person’s own life, all things considered, that is 
repeatedly re-examined in the face of the fragility and instability of the post-trans- 
plant identity, it is also their very view of a good life. Thrown into question by the 
uncertain status of the implanted body part, a patient’s limited control of their affairs 
brought about by the demands of immunosuppression and medical surveillance, as 


259 


260 


Pawet tukow 


well as by the chronic uncertainty of the future, post-transplant identity not only calls 
for a new perspective on the worth of the patient’s life; it also calls for reframing of the 
very idea of a good life. 

The reframed conception of a good post-transplant life needs to respond to the 
recurring episodes of questioning of the patient’s identity by becoming an explicitly 
unfinished and open-ended process in which the patient’s bodily fragility and the rel- 
atively high instability of their future are an inherent part of that conception. Because 
consistency and continuity in the patient’s life are necessary preconditions of its worth 
for the patient, all things considered, the patient needs a health care environment that 
provides a more creative and adaptive approach to their future as well as personal 
skills to help them design the best possible conception of a good post-transplant life. 
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14. Problematizing the Rhetoric of Gift-Giving in 
Transplantation Narratives 
Epistemic Authorities 


Rhonda Shaw 


1. Introduction 


Social scientists have long argued that reciprocity is a basic principle of social life and 
a social norm of gift-giving (Berking 1999; Gouldner 1996; Simmel 1996). According 
to Komter (2005), however, the reciprocity rule does not directly apply to substances 
of human origin that are deemed bodily gifts, such as blood or organs. This is not 
only due to the treatment of blood and organs as part of a global economy of tissue 
exchange in which human body parts and products are transformed into commodi- 
ties with biovalue (Waldby/Mitchell 2006), but because the donation of bodily gifts is 
typically assumed to be altruistic; freely given, one-way, and disinterested. Komter’s 
sociological observation does not simply describe current institutional and organisa- 
tional arrangements, it is also a value promoted by stakeholders, professional groups, 
and policy makers. That is, the prevailing moral guideline in global north jurisdictions 
is that bodily organs should be treated as gifts and only ever voluntarily donated as 
an act of altruism (Berglund/Lundin 2012). In this rendering, altruistic donative acts 
should be intentional, voluntary, and seek to enhance the welfare of others without 
external influence, expectations of reciprocation or commercialization (Shaw 2019). 
There are multiple ways to conceptualize gifts and gift-exchange in social life. 
While many scholars emphasize the polysemic and paradoxical nature of the gift as 
unilateral and reciprocal, self-interested and altruistic, voluntary and normative (e.g. 
Berking 1999; Godbout/Caillé 2000; Godelier 2002; Mauss 1990; Osteen 2002; Schrift 
1997), the complexities of this understanding tend to be subsumed by the language 
used in health care information manuals and in biomedical policy guidelines and pro- 
tocol. As Tutton (2002) points out, the gift is typically conceptualized by ethics com- 
mittees, medical councils, and research institutes interested in fostering the donation 
of body parts and products as a one-way transaction (e.g. UK Human Tissue Authority 
guidelines). Drawing on the legacy of Titmuss’ (1997) comparative research on com- 
mercial and voluntary blood donation systems in the UK and US in the late 1960s, the 
language that is used in these contexts to talk about donation is couched in terms of 
the ‘gift relationship’. Typically, the gift relationship, which is underpinned by the 
notion of reciprocity, is conflated with altruism and the pure gift as unconditional. 
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The example Tutton gives that exemplifies this kind of thinking comes from the Med- 
ical Research Council (MRC) in the UK, which states that treating bodily donations 
as gifts is “preferable from a moral and ethical point of view, as it promotes the ‘gift 
relationship’ between participants and researchers, and underlines the altruistic moti- 
vation for participation in research” (in Tutton 2002: 523). 

However, as international researchers have shown (Fox/Swazey 1992; Sharp 2007; 
Shaw et al. 2012; Shaw/Webb 2015; Siminoff/Chillag 1999), the multiple meanings of 
the term gift and its conflation with altruism can lead to problems when people have 
different ideas about what a gift is and how to give and receive it. For some people who 
donate and receive substances of human origin, the transfer of bodily material is not 
an altruistic act over which control is unilaterally relinquished or surrendered (Shaw 
2008). Rather, bodily gifts establish on-going reciprocity relations between donors 
and recipients and failure to return a gift, or to show gratitude for a gift, symbolizes a 
refusal to cement the social and moral bond. Treating bodily donations as an altruis- 
tic act can therefore fail to account for the complex entanglement of psychosocial and 
intercorporeal processes occurring between participants involved in organ donation 
and transplantation (Shildrick 2012). 

In keeping with legislation and policy elsewhere in the global north, the language 
of the gift is used in New Zealand to promote organ donation as an altruistic act. In 
this chapter, I examine the salience of this terminology to describe and understand 
the experiences of organ donors, donor families, and transplant recipients. To do so, 
I draw on the concept of epistemic injustice as described by the philosopher Miranda 
Fricker (2007, 2008) as a dysfunction in our knowledge practices. The rationale for 
applying Fricker’s approach to this discussion is to show why the inclusion of perspec- 
tives from the standpoint of organ donors, donor families, and transplant recipients is 
ethically needed and justified, and to emphasize the importance of qualitative social 
science research in bringing these views to bear on our collective understanding of 
organ donation and transplantation processes. 


2. Theoretical Framework: Epistemic Injustice in Organ Donation 


Epistemic injustice occurs when “particular powerful or dominant groups, can limit or 
occlude knowledge production and transmission by powerless or marginalized groups’ 
(Mason 2011: 294), resulting in a partial knowledge base. According to Fricker epis- 
temic injustice can occur in two ways. Hermeneutic injustices occur when a gap in 
collective understanding delimits a group or individual’s ability to make sense of or 
articulate their experiences to others (or oneself). Testimonial injustices occur when 
the hearer, usually a member of a dominant group, assigns “a prejudicially deflated 
degree of credibility” (Fricker 2008: 69) to a speaker’s words or utterance, thereby dis- 
counting or ignoring the speaker’s perspective based on preconceptions of their social 
identity. The harms that result from these forms of unknowing prevent a speaker from 
being heard or silence a certain group or individual unfairly through processes of testi- 
monial quieting and testimonial smothering (Dotson 2011), making it difficult for such 
groups and individuals to reclaim or assert their epistemic agency. 

Against the theoretical background of Fricker’s and Dotson’s work, I will draw on 
qualitative data from a series of linked empirical studies conducted in New Zealand 


? 


Problematizing the Rhetoric of Gift-Giving 


on organ donation and transplantation, which I will call the New Zealand study for 
the purposes of the chapter. I suggest that the dominant health care discourse in this 
domain, including the discouragement of communication and contact between organ 
donor and transplant recipient families and communities, can result in forms of epis- 
temic injustice as identified by Dotson. Testimonial quieting occurs when a patient’s 
knowledge is devalued because they are perceived as lacking credibility, and testimo- 
nial smothering is the failure to acknowledge the content value of a patient’s viewpoint, 
because it is at odds with so-called expert-knowledge, thereby leading to self-silencing 
and communicative editing to conform to dominant discourses or scripts. Adopting 
Dotson’s reading of epistemic injustice, the New Zealand study findings indicate that 
framing organ donation as an altruistic gift “marginalizes the voices of those who are 
anything less than straightforwardly grateful for their transplant” (O’Brien 2017: 294) 
and obscures the multi-faceted nature of indebtedness and gratitude to the donor. I 
suggest that privileging dominant ideals around anonymity protocol prevent some 
donors and transplant recipients from voicing alternatives or questioning the values 
embedded in this discourse, such as diverse ways of thinking about the interplay of 
embodiment, bodily integrity, and identity; thereby diminishing the total knowledge 
base and service delivery in this context. This may explain why some donor families 
and transplant recipients experience difficulties and resistance to accepting status 
quo attitudes around gratitude and reciprocity when giving and receiving organs. 


3. Cultural Background: Organ Donation in New Zealand 


Although the past decade has seen an increase in organ donations globally, low dona- 
tion rates in many high-income countries are rendering transplant waitlists lengthy 
and unpromising (Larijani/ Zahedi 2007). Many countries with transplant programs 
have endeavored to boost the rate of altruistic donation, yet progress is often slow 
moving, and, in some countries, the rates of donation have plateaued (Matas/Del- 
monico 2012). When compared internationally, New Zealand’s donation rates remain 
among some of the lowest across high-income countries at 15.2 deceased donors per 
million population (ANZDATA 2018). 

Where deceased donation is concerned, unmediated contact between organ donors, 
donor families, and recipients of organs and tissues is institutionally discouraged, as 
is unmediated contact between living non-directed donors and transplant recipi- 
ents. Various reasons are given not to allow meetings between donors and recipients, 
including support for the concept of organ donation as an unconditional gift, as well 
as protecting the anonymity of the donor (Ministry of Health 2004). The Organ Dona- 
tion New Zealand (ODNZ) website states that donor families are given brief details 
about the recipients of their family member’s organs and tissues, should they wish to 
receive this information.’ Moreover, letters can be forwarded by transplant coordina- 
tors between donor and recipient families with their consent. 

Meetings between donor and recipient families can occur, but they are infrequent 
due to the careful mediation of social distance between respective individuals and fam- 
ilies by health professionals, psychologists and counsellors. One possibility for connec- 


1 https://www.donor.co.nz/facts-and-myths/faqs/ (accessed February 9, 2020). 
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tion between donors and recipients occurs in major New Zealand cities in cathedrals 
where Thanksgiving Services are held for donor families and organ recipients. At these 
services, transplant recipients are invited to light a candle as a symbol of gratitude to 
those who have given them renewed life and members of donor families are invited to 
receive a variety of Camellia plant called ‘Donation’ in recognition of their ‘gift’. The 
service is followed by Lunch at which it is possible for donor families and recipients to 
serendipitously meet, thereby collapsing the social distance required of anonymous 
donation to a stranger. Despite media anecdotes suggesting otherwise, professionals 
working in the donation area maintain that matching donors with recipients at these 
services is not common practice. It is nonetheless difficult to say categorically that 
people do not try to meet up at Thanksgiving Services and that the purpose of the cer- 
emony, for people to recognize and share a view of the ceremonial significance of the 
ritual as a social good is paramount, as the ends of individuals attending these such 
services may be very different. Some people are keen to objectify the symbolic act of 
donation via more tangible social relationships and believe that prohibiting meetings 
is “the ultimate in paternalism” (Ministry of Health 2004: 95), preventing closure for 
families who may then go to lengths to circumvent so-called anonymity protocol. 


4. Methods 


In this chapter I provide a general overview from previously published work of the per- 
spectives of Transplantation specialists and Intensive Care specialists (Intensivists), 
deceased donor family members, non-directed living kidney donors, and organ trans- 
plant (heart, kidney, lung) recipients from a series of linked qualitative studies based 
on face-to-face interviews and fieldwork conducted in New Zealand between 2007 and 
2013.” This includes data from studies with 15 Intensivists and Donor and Recipient 
Coordinators, 11 Transplantation specialists, nine members of deceased donor fami- 
lies, six non-directed live kidney donors, 27 transplant recipients, and 15 Maori donors, 
recipients and whanau (Māori are indigenous inhabitants of New Zealand; whanau isa 
term meaning extended family). Data from the health care professionals is included in 
this discussion because these practitioners are on the front-line of providing services 
and advice to those seeking organ transplantation and have an overview of issues that 
affect access and experiences supporting a range of different patients from various 
cultural backgrounds. 

The Intensivists and Transplantation professionals, recruited by convenience and 
snowball sampling, were interviewed at their place of work. Advertisements in national 
media and websites were used to recruit organ donor family members and transplant 
recipients, who were interviewed in their homes or at a location convenient to partici- 
pants. All participants were self-selected and written informed consent was obtained 
for interviews. The interviews took between 60 and 150 minutes. All the interviews 
were transcribed verbatim, and then sent to participants for review and editing upon 
request. The participants were asked open-ended questions structured around guid- 


2 The studies all received research ethics clearance (Victoria University of Wellington 2-2007-SACS; 
Multi-Region Ethics Committee MEC/08/03/027; Victoria University of Wellington HEC 16628/4/06/09; 
Multi-Region Ethics Committee MEC/11/EXP/089). 
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ing interview themes relevant to each participant group. The natural pattern for organ 
recipients was to begin with explanations of illness onset and then discuss physical 
symptoms, mishaps and problems before broaching explicitly moral questions. Donor 
family members also began by discussing illness onset associated with their loved one, 
and the living non-directed donors began their conversation by recalling the event or 
occasion that gave rise to their decision to donate a kidney. Pseudonyms have been 
used to protect confidentiality. 

The interview transcripts were read and re-read, and the data were coded man- 
ually and checked by the author before being analyzed thematically (Braun/Clarke 
2006). The themes were then linked back to phenomenological theory about embod- 
iment and perceptions of moral identity in relation to organ transfer (Haddow 2005, 
Shildrick 2008). Collectively, the data sets document how the respective roles, beliefs, 
and understandings of different groups of interviewees toward human embodiment, 
identity, and wellbeing shape and frame their attitudes and moral experience of organ 
donation and transplantation. 


5. Interpreting Results of the New Zealand Study 
5.1 The Language of Gratitude 


Although deceased donation has increased dramatically over the last four to five years 
in New Zealand, numbers remain comparatively low, despite concerted education 
programs and media publicity to increase awareness of donation rates. Such pro- 
grams frame organ donation as unambiguously life-giving, emphasizing themes in 
the personal stories of transplant recipients around living one’s life well to honor the 
donor and their gift. For example, ODNZ, which is currently the national coordinating 
agency for deceased donation in New Zealand, uses the tag line ‘Organ Donation - the 
gift of life’ to accompany its logo on the official website. In November 2019, a word 
search for the term ‘gift’ on the website produced 136 hits, mainly in reference to sto- 
ries about people’s transplantation journeys. Likewise, the opening statement of the 
Increasing Deceased Organ Donation and Transplantation national strategy summary 
reads: ‘Organ donation is a very special gift.’ 

Because organ donation is supposed to be a selfless act of giving and generosity 
that grants new life to the recipient, many of its rituals promote and memorialize its 
life-giving aspects. In the New Zealand study, for example, several transplant recip- 
ients talked about their ‘second birthdays’. Helen, a mother of a transplant recipient, 
whose husband was also a deceased donor, spoke explicitly about the ritual of the ‘sec- 
ond birthday’, stating: “In our family we still celebrate [son’s name] transplant birthday.” 
Such comments follow a sanctioned script, heavily reliant on interlocutors to master 
certain phrases and expressions to describe their experiences. The following statement 
is typical: “I mean it really is like a rebirth. You just feel a sense of gratitude that you 
can never possibly feel... I mean, um, having a second chance of life is better than win- 
ning, being a billionaire.” 


3 https://www.health.govt.nz/publication/increasing-deceased-organ-donation-and-transplanta- 
tion-national-strategy (accessed February 9, 2020). 
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The language of gratitude embedded in this discourse links the moral agency of 
the patient to expectations around self-care, including ‘compliance’ or ‘adherence’ to 
healthy diet and drug-taking regimens, as well as regular exercise. For those on kidney 
dialysis waiting for transplantation, and for transplant recipients who are required to 
take a cocktail of drugs each day at specified intervals their own and others’ worthi- 
ness to receive an organ is a key concern. The following comment by a transplantation 
specialist emphasizes the magnitude of the gift that is conveyed to organ recipients. 
In the specialist’s view, this requires acceptance of the sick role; that is, valuing the 
donated organ means seeking professional help, taking medication, getting better, 
and moving on with their life. 


It is vital that the recipient of a transplanted organ takes ownership, if you like, of that 
organ, and | think it’s very appropriate that they are mindful that this is given from a 
family at a very difficult time. [...] Not that you’d want them to wander around and start 
saying ‘thank you, thank you, thank you’, but you want them to take their tablets, you 
want them to keep fit and you want them to attend appointments; that’s all we ask. 


Related to the specialist’s characterization of the transplant recipient as a ‘good patient’ 
who takes personal responsibility for managing their health by avoiding risky, deviant, 
or resistant behaviors around dialysis, diet, and self-care, transplant recipients also 
speak about coming up against other interpersonal and organizational impediments 
that constrain their ability to express moral agency freely. 

One concern for recipients in their efforts to connect with donors and donor fami- 
lies is related to the ability to convey gratitude and reciprocity. Some transplant recip- 
ients experience so much guilt associated with reciprocation that it produces anxiety 
around the process involved in thanking donor families. Consequently, transplant 
recipients are mindful of respecting the privacy of donor families and their rights to 
confidentiality, taking special care to avoid approaching them at public Thanksgiving 
services (held annually at city cathedrals) without warrant. For instance, Daphne, a 
kidney recipient who had two failed transplants, said she did the ‘right thing’ by not 
writing to her donor family, as she did not want them to think their donative act was 
in vain. 

However, for many transplant recipients whose operations are successful, the 
desire to say thank you is a paramount concern. For some, making direct contact with 
non-related donors and donor families is an expressed desire, despite sometimes feel- 
ing overwhelmed by the prospect. Eryx, one kidney recipient, was actively interested 
in meeting his donor family until he heard the mother of a deceased donor unexpect- 
edly share her grief over her daughter’s death at a Thanksgiving service. The mother’s 
distress at the distribution and re-location of her daughter’s seven organs in strangers’ 
bodies across Australia and New Zealand (there is a reciprocal organ sharing arrange- 
ment between these countries) was too much for this recipient to bear. 


5.2 The Anonymity Imperative 
To preserve the privacy of those involved from making direct contact, a so-called ano- 


nymity imperative protects donors and recipients in deceased organ donation and is 
carefully managed by those who work in this domain. There are various reasons given 
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for ensuring anonymity between organ donor families, and transplant recipients and 
their families. The current practice in New Zealand is to support the sharing of gen- 
eral information about transplant outcomes, but withhold personal information about 
donors to transplant recipients and discourage meetings. Recipients do not know the 
name of their donor and they are not given contact details about their family. Many 
recipients know only their donor’s age and occasionally their gender, although in one 
New Zealand District Health Board catchment the practice was strictly not to give out 
this information. 

Sharp identifies the rationale health professionals in the USA have used for ensur- 
ing the anonymity mandate (which is similar elsewhere): to respect donors and donor 
families’ privacy, free from intrusion in the grieving process; to prevent recipients 
identifying psychologically with donors; and to protect recipients from overwhelming 
feelings of guilt because “someone had to die so that they could live” (2006: 106). In 
Sharp’s view, one of the problems associated with not naming donors to recipients is 
that the practice consigns deceased donors to a nameless and “generic category of dead” 
people (Sharp 2007: 35). Moreover, the inability of recipients to name donors obscures 
the identities of organ donors and not only silences recipients but also donor fami- 
lies. Anonymity protocol therefore denies people “the opportunity to tell their stories 
and speak of personal pain and loss” (ibid.). Data from the New Zealand study confirm 
Sharp’s observation about the silent narrative of pain, loss, and guilt, especially in con- 
junction with attempts to establish moral connection with donors and donor families. 
Akey question is how donors and recipients can give voice to these concerns within the 
constraints and parameters of public discourse around organ transfer. 

The language available to participants to articulate themselves plays a key role in 
determining what one can say about the experience of organ donation and transplan- 
tation, whether one’s testimony is likely to be heard, and how it is responded to by 
health care professionals and stakeholders. Recipients’ stories told in the public arena 
in New Zealand, such as the ODNZ website, and at Thanksgiving services at national 
cathedrals designed to thank donors and their families, contain certain taboos in the 
storytelling (e.g. donor family members are not supposed to publicly express distress 
about their loved ones’ organs being ‘scattered’ around the country). While the lan- 
guage used communicates shared feeling it also delimits what can be said and felt. For 
Siminoff and Chillag (1999), gift-of-life rhetoric is a key culprit, constantly operating as 
form of ‘social control’ to remind recipients to comply with care regimens as gratitude 
for their second lease of life. In short, the emphasis on life and repeated references 
to rebirth, renewal and salvation denies painful “emotional outbursts, [and] graphic 
accounts of suffering or death” (Sharp 2006: 109-110). 

The stories that people are permitted to publicly impart about their experiences of 
organ donation and transplantation require them to manage their emotions by fol- 
lowing scripts or adopting a prescribed narrative form. This relates specifically to gift 
rhetoric; terminology some organ recipients are more inclined to use than donors and 
members of donor families. Although most participants in the New Zealand study did 
not interpret the gift-of-life anthropologically, many transplant recipients nonetheless 
understand gifts as signifying relationships based on giving, receiving and reciprocat- 
ing (Shaw/Webb 2015). This kind of gift relationship is cut short when organ transfer 
policies and practices conceptualise gifts as one-way transactions, promoting gener- 
alised but non-specific forms of reciprocity. So, although donor and recipient anonym- 
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ity operate to ensure the unidirectional gift as unconditional and disinterested, some 
transplant recipients never feel free of their moral responsibilities toward donors, 
donor families, and the transplant community. 


5.3 Reciprocity: Saying Thank You 


In New Zealand, transplant recipients are permitted to write thank you letters to 
their donors or to donor families, which are then passed through recipient and donor 
coordinators to ensure anonymity and privacy between the two parties. This is clearly 
important for both organ and tissue recipients and donor family members. Indeed, it 
bothers recipients’ moral memory, as Simmel (1996) put it, when they are unable to say 
thank you to their donor families. Many recipients talk about the difficulties of writing 
the thank you letter given the magnanimity of organ donation, especially when it is 
couched as a gift. For example, Anteia, a lung recipient commented that: 


It took me a year to write that letter. | started after about six months to write it and 
| had it on my PC, and I'd start to look at it, and I'd sit there and cry and make a few 
adjustments to it. And then I'd think no, that’s not right either. What do you say to 
somebody who saved your life basically? And they are going through their grieving pro- 
cess because their family member died. So, it was a really, really, hard letter to write. 
And it must have been overa year before | thought; well | can’t say any more than | did. 


While letter writing provides an opportunity for recipients to say thank you, letters do 
not always ease the burden of guilt for many recipients who are troubled for years after 
their transplantation operation about how to say thanks. O’Brien (2017), drawing on 
research conducted in Australia, suggests that heart recipients feel this more acutely 
than do liver and kidney recipients, due to the higher social value accorded to the heart 
than to other organs. Andreus, a male heart recipient from the New Zealand study, 
emphasizes the magnitude of his ‘gifted’ organ in the following quotation: 


Obviously, lm thankful and I’m glad that that’s what they considered [organ donation]. 
But | tried to write some letters... and | just couldn't, it was just garbage. Emotionally 
it wasn’t garbage, it was just straight from my heart, but you just couldn't read it. You 
can’t tell someone something like that after they’d given you; you know given away | 
guess a part of their self or their family... | mean you need to be articulate and consid- 
erate and thoughtful, and it’s just, | couldn't do that. | tried and tried and tried, it’s, and 
|, and | remember [name of Transplant coordinator] saying, ‘Just write something to the 
point, you know, just be simple’, but... | think | probably should just do that, but it just 
doesn't seem like reciprocity, it doesn’t seem like giving anything significant. 


Likewise, Elissa, a female heart recipient who never wrote to her donor family, said: 


| have absolutely no idea of what | would say. | just couldn’t bring myself to... | tried to 
write a few things and when my words were entirely, entirely inadequate | gave up. 
Nowl’ve regretted that a few times, because | thought that the donor families probably, 
| don’t know any donor families, so | can’t comment for certain, but | believe that the 
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donor families actually like getting that communication. | think they like that, by and 
large. 


Interviews with eight of the donor family members in the New Zealand study indi- 
cated that this is generally the case. Several appreciated the letters and cards they 
received and found them ‘inspiring’. All stated they felt good knowing other people 
benefitted by their decision. However, one donor family member (Dymas) remarked 
that he did not know he could receive communication, and Castalia, another donor 
family member, remarked that the letter she received gave her no solace whatsoever. 
For Castalia, the donative act was simply ‘intellectual’, and she felt no connection to the 
recipient. Alluding to the sacrificial element in organ donation that is often hidden by 
an emphasis on giving the gift-of-life, Castalia conveyed a deep sense of ambivalence 
about organ donation as a social good and her failure to protect the body of her mother, 
whose organs her family donated. The vulnerability of the donor is also conveyed in the 
following account by a prospective interviewee in the New Zealand study. After some 
deliberation, this person eventually decided not to be involved in the project after 
initially consenting to an interview. This person, who offered to talk about donating 
her son’s body tissues after his suicide declined to participate saying, “my rational 
mind says ‘yes’ [to an interview], but my emotional mind is cautious.” Because she was 
engaged in her own research project at the same time the study was being conducted 
the woman conjectured that she would be too “emotionally depleted” to participate. 

Given the global shortage of donor organs to save human life it is not surprising 
that discussion of sacrifice to which these donor family members allude is missing 
from the terms of reference in public debate. In short, the language of sacrifice speaks 
plainly of death and the literal disassembling of human bodily integrity. Reflecting 
on the difficult decision-making involved in deceased donation, several Intensivists 
spoke of it as a ‘trade off between viewing organ donation as altruistic and sacrificial. 
Their view was that organ donation is a painful event for donor families and not to be 
treated lightly (Shaw 2010). For this reason, Sque et al. (2007) maintain that under- 
standing the sacrifices involved in organ donation may go some way to explain the ret- 
icence of some donor families to donate -— especially in cases where these sacrifices are 
inadequately memorialized. While gift terminology partly captures the motivations 
and emotions of some participants involved in donation and transplantation processes, 
Sque et al. (2007) suggest that the dominant visibility of this theme in fact effaces a 
“darker side” to donative practices, articulated in terms of sacrifice. 


5.4 Intercorporeality and Narratives of Solidarity 


In contrast to narratives of sacrifice, grief, and loss, are accounts that foreground the 
intense identification some recipients feel for their donor and the importance they 
attach to being able to establish meaningful ties with donor families. From a phenom- 
enological perspective, the notion of intercorporeality encapsulates the perception of 
ideas and feelings about donor-recipient connection — or the lack thereof — in a bodily, 
subjective, and social sense. 

For some people, the incorporation of body parts is thought to reconstitute embod- 
ied identity in moral and spiritual ways (McKenny 1999; Sanner 2006), in that incorpo- 
rating the body parts and tissues of others has implications for individual and social 
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identity, culturally and subjectively. Because phenomenology holds that the body is 
inextricably interwoven with the self, relocating a donated organ into the body of a 
transplant recipient has the potential to produce anxiety for those who see the proce- 
dure as breaching norms about bodily integrity. If the organ is not only thought of as a 
spare part, but also has magical qualities, then the transplant recipient must integrate 
the new organ by becoming part of another individual. 

As well as producing identifications at the level of recipients’ embodied identity, 
the literal intercorporeality of organ transfer also produces dis-identifications, thus 
complicating the experience of tissue transfer for donors and recipients who regard 
body fragments as alienable. As transplantation research shows (Haddow 2005; Shil- 
drick 2008), if donor families and transplant recipients think of the body as some 
‘thing’ we ‘have’ and thus detachable from subjective identity after physical death then 
the problem of anonymity that this chapter raises may not be perceived as an issue. 
On the other hand, those who view the body as co-existent with personhood, and as 
something we ‘are’, may construe tissue exchange as intersubjective and corporeal, 
and interpret body part incorporation as permissible or impermissible for that reason. 

For these individuals, organ donation is not viewed through the lens of pure 
altruism but as a gift relationship, bringing different groups of people together who 
would not otherwise be connected but for biomedical and technological innovation. 
For instance, several of the New Zealand study interviewees considered the donated 
organ alienable in terms of use but not in terms of ultimate possession, and created 
inexplicable kinship ties between the donor, the donor family, and the recipient that 
had cultural and social implications. 

Some transplant recipients, for instance, did not regard the organ as property to 
be alienated from one body and relocated in another; rather, they treated the organ as 
would a custodian, with the view that it may be eventually returned (Shaw/Webb 2015). 
For several Maori research participants in the study, the origin of the gifted organ 
and the identity of the giver do not dissipate or erode when body parts or organs are 
exchanged, upon death, or when a body is buried (Webb/Shaw 2011). In Maori philos- 
ophy, body parts which live on outside the body can tamper with the ancestral line, if 
people have not followed the correct protocol or safeguards designed to recognize cus- 
tomary rules and observances. Knowing where donated organs come from and being 
able to return them, in the appropriate way, is thus important (Te Puni Kokiri 1999). In 
fact, for Maori who subscribe to a traditional cultural and spiritual worldview, living 
donation may be more acceptable under some circumstances than deceased donation. 
This perspective may reflect a hermeneutic gap for some health care professionals, 
especially as it is not aligned with the ‘dead donor rule’ of transplantation medicine 
and puts the living donor at risk. 

While some study participants envisaged the idea of an imagined community of 
donors, recipients, and their families, for other participants in the study organ trans- 
plantation caused ontological anxiety. They reflected on incorporating the personal 
and embodied qualities of the donor through the organ transfer process and said they 
needed to know more about their donor to allay anxieties about the strangeness of the 
organ transfer experience. A woman lung recipient initially felt uncomfortable about 
the lung she received because she thought it was from a man. She subsequently “found 
out my donor was female, a lady in her forties, and I immediately felt happier.” 
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Unlike recipients who had an intercorporeal view of embodiment through organ 
transfer, some interviewees thought the notion that one takes on personal attributes 
and qualities of the donor through tissue exchange was far-fetched. In contrast to 
what other researchers say about the symbolic weight of the heart for transplant recip- 
ients (cf. Svenaeus 2012), Elissa said the idea of psychic and social communion with her 
donor was “irrelevant”. She remarked, “It’s only about how the heart feels in a physical 
sense, like how it’s functioning, that’s all that matters.” Likewise, Maia, a lung recip- 
ient who had received a transplanted lung did not invest her organs with personhood, 
stating that her old lung “was a hunk of meat” and that her body was simply a vessel 
for her soul or spirit. 

It is significant, given these quotations, that researchers point to evidence indi- 
cating that people who view donated organs as spare parts do better post-transplant 
clinically and psychologically (at least initially) in terms of integrating the organ as 
part of their new sense of self (Siminoff/Chillag 1999; Shildrick 2008). These recipi- 
ents are grateful, but they do not construct fantasies of establishing relationships with 
their donor and donor families. Their perspectives, furthermore, tend to be accepted 
by health care professionals as compatible with altruism as a one-way transaction and 
organ donation as a gift-of-life. 


6. Testimonial Quieting and Smothering in the Field of Organ Donation 


Several scholars have argued that ill persons are vulnerable to epistemic injustice 
because they may be regarded by health care practitioners as cognitively unreliable, 
emotionally compromised, and existentially unstable in ways that render their own 
testimonies of their health and illness experiences suspect (Carel 2016; Schicktanz 
2015). This situation arises because practitioners and health care services privilege cer- 
tain forms of evidence and ways of knowing and sharing knowledge that patients are 
said to lack. For patients to be heard, Carel maintains that their testimonies need to 
be expressed in the “accepted language of medical discourse to be assigned epistemic 
authority” (2016: 3). 

In tissue economies involving organ donation, educational and recruitment orga- 
nizations incorporate altruistic ideals into promotional discourse to encourage dona- 
tion awareness and engagement. Although the values of organ donors and tissue pro- 
viders are not necessarily aligned with the interests of educational and recruitment 
organizations, individuals are obliged to make sense of their actions in institutional 
contexts by strategically drawing on the resources that these institutions and organi- 
zations provide. These institutionally constructed discourses become cultural scripts 
that provide people with tools to communicate linguistic competencies, and, as jus- 
tifications for their actions, legitimize entitlement to inclusion as moral subjects and 
members of certain groups. Accessing and using a recognizable vocabulary is thus an 
important step in determining the credibility of transplant recipients, donor families, 
and donors (Shaw 2.019). 

While learning new terms can be hermeneutically empowering it can also result 
in ways of talking that enact testimonial smothering and silencing. For some donors, 
donor families, and transplant recipients, for example, the accepted vocabulary of gift 
terminology is regarded as hackneyed, trivial, and lacking in communicative nuance. 
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Individuals who are critical of gift terminology report that it sentimentalizes what 
could be emotionally and psychologically easier to deal with if the language used was 
more neutral. Several interviewees in the New Zealand study for instance regarded the 
descriptors ‘health intervention’ and ‘donation’ as preferable, although they felt that 
the appropriateness of these terms depends very much on what is being donated, to 
whom, and for what purposes. These participants contended that talking about organ 
donation as a gift of life overshadows how ill people with organ failure become, and 
conceals the difficulties of accommodating an alien body part and living day-to-day 
with the impact of immunosuppressant medication (Shildrick 2012, Sothern/Dickin- 
son 2011). Aside from the experience of post-transplant health as a state of ‘persistent 
liminality’ (Crowley-Matoka 2005), permanently vacillating ‘betwixt and between life 
as sick and healthy, gift language fails to convey the impossibility of reciprocation, 
especially in the case of anonymous donation (Fox/Swazey 2009). It thus orchestrates 
what Hochschild has referred to as feeling rules around obligations to give and receive; 
scripting what is possible for recipients to say by framing accounts of the transplanta- 
tion experiences in a language of indebtedness (Shaw 2015). 

Like transplant recipients who self-silence their experience of organ transplanta- 
tion as a state of ‘persistent liminality’ in order to become ‘good patients’ and present 
a positive public face, organ donors also self-edit to convince health care profession- 
als that their offer to donate is free from coercion and that they are not seeking pay- 
ment (Shaw 2019). One non-directed donor I spoke with recounted an experience of 
testimonial smothering as she talked about the difficulty of convincing people that 
her intention to become an anonymous donor was valid. She surmised that her initial 
appointment with a hospital renal department was double-booked because she was 
not expected to turn up, and then, after all the tests were done, which took “a very long 
time”, she was told that the operation was not carried out at that particular hospital. 
Having gone through the entire process to determine donor suitability, the woman 
began inquiring at hospitals around New Zealand to see if any were willing to do the 
operation. She, “wrote a letter to [New Zealand city] Hospital and explained what I had 
done, and I got a very nasty letter back telling me that I was just after money for my 
kidney” (Shaw 2019). The string of micro-aggressions and invalidation this woman 
recalled, as evidenced by the quotation above, did not deter her. She did eventually 
donate a kidney as anon-directed donor, with another service provider at another New 
Zealand city. 

Several of the non-directed donors in the study explained that passing as a genuine 
donor not only required ‘persistence’ but also meant saying the right thing to health 
care professionals and psychologists. To avoid appearing emotionally compromised, 
they explained that it was important to downplay emotion when communicating their 
donative intent to health care practitioners. This is not to say that they lacked reasons 
for wanting to become non-directed donors, but that their testimonial credibility 
largely rested on their ability to mobilize institutionally derived scripts to show that 
they fully comprehended the risks and benefits of their donative decision-making to 
medical professionals. Because of the longstanding perceived suspicion among the 
medical community regarding the existence of genuine altruism, living non-directed 
kidney donors go to great lengths to phrase their motivations using institutionally 
acceptable language, such as talking about their second kidney as a vital spare part 
that would go to waste if not donated (a perspective shared by many living directed 
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donors), or by expressing their awareness of the physical impact of renal failure and 
dialysis on others’ suffering (Shaw 2019). Consequently, non-directed kidney donors 
describe their donative decision-making in rational terms as non-emotional and care- 
fully deliberated, having more to do with outcome than objectifying their moral iden- 
tity as a good citizen. 

For instance, one participant claimed that although she had “four or five different 
reasons” to donate, she could, for the purpose of convincing people it was the right 
thing to do, sum up her decision as a “simple, basic, logical equation” about function- 
ing on one kidney and helping out if you can. Likewise, another participant stated, “I’m 
fairly clinical in my approach. [..] I know what good it will do. I know I can live with 
one kidney, and I didn’t need to ask anybody that, to make up my own mind.” This 
reasoning works as a useful, expedient rhetoric to fit the dominant view of the human 
body as an assemblage of interchangeable parts, able to be exchanged with little or no 
psychosocial, emotional or existential impact. Prospective donors are guarded about 
saying they view their acts as symbolizing human connection during the psychological 
assessment process, for fear of jeopardizing their donative plans. While beliefs about 
metaphysical communion with other human beings may be salient, these ideals are 
not typically articulated as the key driver for donative intent. Their accounts suggest 
that they find an event to identify as a precipitant for their acts (for example, saying 
they once knew an acquaintance with end-stage renal failure or being able to live a full 
life with one kidney) because they are compelled to rationalize their motivations to fit 
dominant institutional logic. 


7. Conclusion 


This chapter discusses the significance of altruism and gift-of-life language as a cul- 
tural and institutional value motivating ethical practices of organ donation and trans- 
plantation in relation to gratitude as a moral imperative. As suggested, however, not 
all organ recipients tell the same story about their illness and transplantation experi- 
ence, “with morally expected (appropriate) levels of gratitude” (O’Brien 2017: 293), nor 
do they frame their stories in uniform ways using gift-of-life terminology. How organ 
donors, donor families, and transplant recipients talk about their experiences of organ 
transfer in the context of patient-practitioner interactions and in public fora, and what 
they are permitted to say, is affected by the credibility they are afforded by health care 
professionals and the interpretative resources they have available, not only to artic- 
ulate and make sense of their experiences, but also to be heard by those with epis- 
temic authority. While the New Zealand study indicates that Intensivists and Trans- 
plantation specialists do not always resist epistemic humility with respect to patients’ 
testimonies about gift-of-life terminology and expectations of gratitude (Shaw 2010, 
Shaw/Webb 2015), these understandings do not always translate to promotional and 
educational discourse or media discussion in the public domain. In order to create 
what Fricker calls “the positive space of epistemic justice” (2007: 7) and enhance the 
knowledge base and public understanding of organ donation and transplantation to 
assist the development of ethical guidelines and health policy discourse, we need to 
expand the conceptual toolkit explaining organ donation and transplantation (Shaw 
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2.015) so voices that do not conform to sanctioned ways of encountering and speaking 
about transplantation can be heard and adequately addressed. 
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15. Transplanting the Uterus 
A Reproductive Justice Perspective 


Sayani Mitra 


1. Introduction 


On April 2015, a headline on The Guardian (a UK based popular English Daily) read 
“Baby born from grandmother’s donated womb” (Guardian 2015). The article reported 
the birth of yet another baby boy from the pioneering procedure of uterus transplan- 
tation (UT) at Gothenburg in Sweden. The transplanted uterus as stated came from 
the grandmother of the child born. A very similar headline from India appeared in 
2017, which read ‘Mom donates womb to daughter in India’s first uterus transplant’. 
Later in 2017, it was reported that the first child born through uterus transplant in the 
US was conceived using a uterus donated by a registered nurse. It seemed like this 
new technological advancement had just opened up yet another avenue of gendered 
responsibility - the moral duty to enable another woman get pregnant by donating a 
functioning uterus. It provided not just a reproductive alternative for women (includ- 
ing transwomen) to reverse their infertility but also raised questions about the ethics 
of access, the moral obligations to embrace a risky surgical procedure and the rights 
to do the same. Although UT is a transplant procedure, the reason for performing 
and undergoing a UT procedure is reproductive. Hence, I find it extremely crucial to 
approach the ethics of performing UT through a reproductive justice lens. 

UT is a novel experimental procedure designed to provide a clinical remedy for 
absolute uterine factor infertility that affects 1 in 500 women of reproductive age 
(Johannesson et al. 2014). This can be caused by hysterectomy for a malignant uter- 
ine tumor, benign diseases such as leiomyoma and adenomyosis, postpartum hem- 
orrhage, or a congenital defect such as Mayer-Rokitansky-Keuster Hauser (MRKH) 
syndrome (Kisu et al. 2018). The process requires transplantation of the uterus from 
donor to recipient to reinstate the latter’s childbearing capacity. The first successful UT 
procedure was carried out by the same transplant team in Sweden and the first suc- 
cessful childbirth through UT occurred in Sweden during early 2017. Trials in various 
other countries are now underway (Petrini/Morresi 2017). 

Although UT can be performed from both deceased and live donors, all success- 
ful UT in Sweden, USA and India have, to date with the exception of Brazil and Ohio 
(Cleveland, USA), came from live rather than deceased donors (Brännström et al. 2015; 
Pritchard 2016; Banerjee 2017; Lang 2019). Thus, it can be expected that live uterine 
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transplants would be the dominant form and would give rise to yet another routinized 
form of clinical labor. If clinically introduced, both deceased and living UT is likely 
to garner popularity, given the current global demand for surrogacy. This is likely to 
give rise to new forms of biointimacies that are uniquely regenerative and raise ethical 
and legal dilemmas, which cannot be neatly resolved by reference to existing proto- 
cols on other forms of bodily donation such as kidney or liver. Although scholars have 
started identifying the possible ethical challenges and risks underlying the use of UT 
in respective countries (Arora/Blake 2014; Hammond-Browning 2016), it remains to be 
seen how UT will be made available as a fertility option around the world. 

The rates of clinical trial successes has established UT as a ‘hope technology’ (see 
Franklin 1997) like most other reproductive and transplant technologies. With each 
successful trial, the surgical procedure is continuously evolving and has led to the pio- 
neering of a range of efficient surgery techniques from open to robotic to laparoscopic 
(Sanchez-Margallo et al. 2019). With the recent success in a robotic assisted uterine 
procurement and follow-up, doctors have brought down the time of the procedure by 
almost half, claiming to have devised a technique that completes surgery for donors in 
7:50 hours and that of the recipient in 6:50 hours as opposed to the previous duration of 
11:50 hours as recorded by the Swedish team (Wei et al. 2017). A team at Baylor in the US 
has further brought down the surgery time to five hours for the donor and recipients 
each. There has been a quick uptake for UT research in countries around the world. So 
far, twelve countries have already performed successful transplants, 42 women world- 
wide have received transplanted wombs, over 20 babies have been born until early 2019 
in Sweden, USA, Serbia, India, Brazil and Germany (Hammond-Browning 2019; Wil- 
liams 2018; Scott/Wilkinson 2018; Fabian 2019; Lan 2019) and more trials are on its way. 
Thus, it only seems reasonable to expect a swift clinical uptake of this procedure in the 
coming years (see table 1). 

With various lines of trials lined up and an overwhelming number of women 
enquiring about the trial, the ethicists and transplant teams are already contemplat- 
ing about the ways in which UT could be made available in particular countries. How- 
ever, unlike other organ transplantation procedures, UT selectively targets women’s 
bodies to achieve biological reproduction. This makes it a gendered procedure. Ethical 
discussion around UT thus needs to overtly account for the gendered aim and nature 
of this transplant procedure. Therefore, approaching the medical and social implica- 
tion of the procedure from the social, political and economic positioning of the women 
involved in it as donors and recipients is likely to provide a gender sensitive frame for 
understanding UT. This chapter thus opens up a discussion on the ethics of UT using 
a reproductive justice approach to offer an ethical analysis from the vantage point of 
women’s (re)productive roles in society. 
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Year of | Country and | First success- | Donor and recipient details Source 
First Research ful live birth 
Trial team 
2013 Sweden, 2014 Live donor (family friend). recipient number | Radio Sweden 
University of five in the original Swedish trial 2014 
Gothenburg 
2015 China, Xijing | 2019 Live donor mother of the recipient, recipient | Pinghui 2015 
Hospital in was a 22-year-old without a uterus or 
Xian, vagina 
2016 USA, Cleve- | 2019 Deceased donor, recipient was in mid-30s | Scottie and 
land Clinic with uterine factor infertility’ Saeed 2019 
2016 USA, Baylor | 2017 Live donor 36-years-old registered nurse, Sifferlin 2017 
University recipient with absolute uterine factor 
edical infertility 
Centre at 
Dallas 
2016 Germany, 2019 Live donors, two recipients both born with Schmidt 2019 
University labia but without a vagina and uterus 
hospital of 
Tubingen 
2017 ndia, Galaxy | 2018 Live donor who was the mother of the Thompson 2018 
hospital recipient, recipient was 28-year-old with 
Pune non-functional uterus after abortion and a 
miscarriage 
2016 Czech 2019 Deceased donor, recipient was 27-year-old | Willoughby 2019 
Republic, 
Prague Motol 
hospital 
2016 Brazil, Uni- 2017 Deceased donor, 45-year-old mother of Weintraub 2018 
versity of three who died from a rare type of stroke; 
Sao Paulo recipient was a 32-year-old woman born 
without a uterus 
2017 Serbia, 2020 (IVF pro- | Live donor the identical twin of the reci- Uterus Unique 
University cedure and the | pient, recipient was a 38-year-old Serbian 2018 
Children’s birth took place | woman, was born without a uterus due to a 
Hospital in in Sant'Orsola congenital malformation 
Belgrade Hospital in 
with Swedish | Bologna, Italy) 
Team 
2018 Lebanon, Hovsepian 2018 
Bellevue 
Medical 
Centre in 
Mansourieh 


Table 1: A Timeline of the Ongoing Uterus Transplant Trial Successes around the World 


1 https://edition.cnn.com/2019/07/09/us/first-us-baby-transplanted-uterus-of-dead-donor-trnd/index. 


html (accessed June 29, 2020) 
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The concept of reproductive justice was developed by the SisterSong organisation in 
the US. This approach combines concepts of reproductive rights, social justice and 
human rights to argue that reproductive justice can only be achieved when women 
have suitable life conditions in place to make their reproductive health decisions (ACRJ 
2006). Hence, it upholds that reproductive polices need to focus on the societal needs 
and group sentiments to understand the rationale behind women’s reproductive deci- 
sion-makings. The underlying assumptions defining the ethics of UT from a reproduc- 
tive justice standpoint is likely to account for the larger societal factors that impacts 
women’s understanding and engagement with this reproductive option of UT. While 
this concept overlaps with the concept of ethics of justice, keeping reproductive jus- 
tice at the center of the discussion on ethics of UT helps specifically account for the 
tensions shaping women’s reproductive roles in society and their relationships with 
technological interventions. 

Therefore, this chapter aims to discuss how a feminized need for fertility, respon- 
sibility to donate and the decision to undergo UT deserves a separate ethical and legal 
framework. Methodologically this chapter is offering an ethical analysis using a nor- 
mative critique of the UT debate from a feminist standpoint. The analysis is carried out 
at the backdrop of the ongoing ethical and legal debates from around the world on UT 
and by narrowing down on issues that specifically requires a gender sensitive expla- 
nation. The ethical assumptions steering the discussions in the chapter is enhanced 
by a reproductive justice approach. In the following section, I will start by outlining 
the recent debates and ethical issues flagged out by different scholars. This will be 
followed by a discussion on the key ethical dilemmas that deserves further exploration. 


2. Ongoing Ethical-Legal Debates on UT 


UT is both an organ transplant procedure as well as a fertility option. Hence, debates 
on UT are divided on the lines of transplant ethics and reproductive ethics. 


2.1 Transplant Ethics of UT 


2.1.1 Allocation 

From the perspective of transplant ethics, there has been concerns regarding the 
grounds for allocation of uterus, preferences between deceased and living UT and 
the risks associated with the transplant procedure. The donor registry coordinators 
in the UK have estimated the availability of only five cadaveric uteri per year (Jonston 
2015). Although the introduction of presumed consent might improve the number, it is 
unlikely to meet the demand for 15.000 women with uterine factor infertility in the UK 
and 50.000 in the USA, who suffer from urine-factor-infertility (UFI) annually (Zaami 
et al. 2019). Moreover, unlike other organ transplantation procedure, the principle 
of the sickest or best prognosis or the longest in the waiting list cannot apply for UT 
because every woman eligible for UT will have the same chances of success (Persad et 
al. 2009; Bruno/Arora 2018). A process of fair allocation of uteruses therefore becomes 
a concern for UT. In addition to medical criteria for donor-recipient matching, some 
have argued for a ranking system for organ allocation prioritizing those who have dif- 
ficulties in finding an appropriate donor or are towards the end of their reproductive 
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years (Bayefsky/Berkman 2016). Similarly, low priority has been proposed for those 
who have gestated and have given birth (Bruno/Arora 2018). Proposals for ranking 
criteria for uterus recipients based on age, motivation, child-rearing capacity, a min- 
imum financial stability, criminal record check and amount of infertility treatment 
required has also been in circulation (ibid.). Additional proposed criteria for ranking 
include a comprehensive evaluation by social worker or psychologist about one’s ability 
to rear a child (ibid.). However, proving recipient’s childrearing capacity through com- 
prehensive assessment is seen by others as regressive, who have suggested keeping the 
requirements limited to adoption screening criteria (Bayefsky/Berkman 2018). Again 
the criteria concerning the number of children of the recipient has been deemed as 
unfair since women may desire for additional children as strongly as those without 
children (Wall/Testa 2018). 

Since at present, childbirth after uterus transplantation take place through in-vi- 
tro-fertilisation (IVF), it is argued that one’s ability to procure embryos be considered 
as a criteria for inclusion in the donor registry (Bruno/Arora 2018). This clause has been 
rejected by others since procuring embryo just for being listed would imply women 
having to undergo IVF without knowing if they will be listed high enough to actually 
receive an uterus or whether the procured embryo has the actual potential of creating 
a successful pregnancy conception (Bayefsky/Berkman 2018). Moreover, in future if UT 
surgeons are able to connect the new uteruses to the fallopian tubes, some recipients 
might not require the embryos at all (ibid.). 

Testa et al. (2018) however argue that for the purpose of uterus allocation, listing 
and prioritization needs to be dealt separately. The principle of utility and justice for 
organ allocation as per the Organ Procurement and Transplantation Network (2017) 
would not hold true for uterus because the utility of a donated uterus can only be 
defined by the birth of a child and hence all women in need of UT will have the same 
likelihood of a childbirth. If all potential recipients have the same level of infertility, 
then waiting time would become the proposed determining factor for organ allocation 
based on the principle of justice (Testa et al. 2018). However, the ground of defining the 
waiting time still remains to be decided. 


2.1.2 Preference of Deceased versus Living UT 

Uterus allocation through deceased donation has been considered to be insufficient 
because a substantial number of potential deceased uterus donors might have already 
undergone hysterectomy (Shapiro/Ward 2018). Since deceased donors cannot pro- 
vide sufficient number of uterus for donation, living donation is likely to be the norm. 
Although the principle of autonomy has been placed as the ground for respecting liv- 
ing uterus donation, concerns are being raised about UT becoming a coercive prac- 
tice because till date, donors in UT trials have been mothers or grandmothers of the 
recipient (Brannenstorm et al. 2014; Shapiro/Ward 2018). Given the harm associated 
with living donation, along with the possibility of regret and potential threats to donor 
autonomy and consent; deceased donation has been proposed by some as the preferred 
model for uterine transplants (Williams 2016). There has been debates on the time of 
uterus retrieval with ethicists arguing for uterus removal be done after the procure- 
ment of other vital organ due to its no-vital role. However, others have suggested its 
retrieval before cross-clamp and hence before the procurement of other vital organs 
in order to ensure substantial improvement of uterus quality (Testa et al. 2018). Yet 
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there remains a small risk in terms of viability of other organs. Moreover, if the loss of 
organs can be avoided with the help of an experienced team and an optimized protocol, 
supplementary tests would need to be performed on the deceased donor to determine 
if she qualifies as a uterus donor and seek consent. This may delay the removal and 
transplantation of vital organs (Mertes/van Assche 2018). Others hope that progress in 
regenerative medicine and 3D printing could meet the shortage of organs and foreclose 
the need for living uterine donations (Corin et al. 2018; see also chapter 17 in this book). 

Further, other experts have have pointed out the benefits of living donor hyster- 
ectomy over deceased donation as the former can provide comprehensive medical 
history, offer the recipient to be physically and emotionally ready and can be timed 
in a way to minimize the time between donor hysterectomy and implantation (Wall/ 
Testa 2018). In case of deceased donation, concerns have also been raised about the 
consent to donate uterus. Blanket consent for posthumous donation in the UK under 
the National Health Service (NHS) that was given several years ago when certain tis- 
sues and organs were not a part of the registry is often treated the same way as blan- 
ket consent today (Williams 2018). Therefore, questions have been raised whether it’s 
justified to retrieve tissues without knowing if potential donors are aware of uterus 
donation as an option and are willing to donate to an experimental procedure (Wil- 
liams 2018). While some have argued for the surrogate consent to be inappropriate 
unless one has expressed the desire to donate while being alive (Bruno/Arora 2018), 
others have argued that the surrogate consent is not just mere reporting but is rather 
a substituted judgement using knowledge about the donor’s personality and interest 
(Williams 2018). 


2.1.3 Risks 

Like all other transplant procedures, concerns have been raised about the risk of an 
experimental transplant procedure that has long operative time and is non-vital 
(Bruno/Arora 2018). However, the risks of donor hysterectomies are well known and 
recent robotic and laparoscopic procedures have only brought down the risks by 
implementing a safer technique using utero-ovarian veins as the sole outflow of the 
graft (Testa et al. 2018). Moreover, the uterus is seen to have exhausted its function 
and hence the risks to donors are limited to the transplantation process itself and not 
beyond (Wall/Testa 2018). 

Again while ethicists have highlighted the potential psychological risks for living 
uterus donors, others have argued that the potential psychological benefits of being 
able to help cannot be ignored (ibid.). Yet the health risks of undergoing a hysterec- 
tomy and narcosis by the donors cannot be underestimated. The risks and harms of 
living UT are similar to that of a total abdominal hysterectomy. Although the risks 
are expected to lower with advances in clinical trials, so far living donors have experi- 
enced complications requiring surgical, endoscopic or radiological intervention under 
anesthetic and have experienced infections, urinary hypotonia, leg and buttock pain, 
and depression (Donovan et al. 2019). Further, it is pointed out that health risks to 
the recipients and the future child is often neglected in order to respect the informed 
consent of the former to undergo the procedure and undertake those risks (Robert- 
son 2016). The recipients need to undergo three invasive surgeries — transplantation, 
caesarean section and removal of uterus that carry sufficient risk. Further, MRKH is 
usually accompanied by renal problem that can contribute to pregnancy complications. 
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Moreover, studies have shown that young women who have been on the same immu- 
nosuppressant as that of UT, experience prematurity, hypertension and preeclampsia 
(Armenti 2008; Shapiro/Ward 2018). 

Moreover, the donor surgery is argued to be more exhaustive than routine hys- 
terectomies, as it takes 10 times the duration and is associated with a higher rate of 
ureteral injury (Shapiro/Ward 2018). The impact of immunosuppression, even if for a 
temporary period of few years cannot be considered as trivial to the health of awoman 
(ibid.). This makes childbirth risky when the goal should be safe childbirth (Mertes/ 
Assche 2018). 


3. Reproductive Ethics of UT 


From the perspective of reproductive ethics, several key concerns have been raised 
regarding the implications for clinical introduction of UT as a reproductive option for 
those in need. There have been four main concerns regarding: the value and meaning of 
gestational ties, the existing guidelines on parental rights, foreclosing of other reproductive 
alternatives, and transgender reproductive rights. 


3.1 Value and Meaning of Gestational Ties 


While UT offers women with the chance of having their own pregnancies (Catsanos/ 
Rogers/Lotz 2013), ethicists are concerned about the questions regarding the value and 
meaning of gestational ties. It has been pointed out that UT raise questions about the 
social embeddedness of value attached to gestation and its comparison to the value 
attached to genetic and social parenthood (Williams et al. 2018). Shapiro and Ward 
are of the view that “It is difficult to conceive how the experience of gestation, espe- 
cially without parturition, can be sufficiently important to justify the risk to all parties 
involved in UTx [UT]” (2018: 36). Concerns have been raised about overt valorization of 
gestation in attempts to justify the significance of UT as it risks portraying life without 
gestation to be bad, even when gestation is desired (McTernan 2018). Since UT involves 
both a transplant and assisted reproductive technology (ART) procedure (at this 
moment), it imposes higher costs and risks on the donor and recipient and questions 
the permissible amount of risks for both donor and recipient on the pretext of enhanc- 
ing quality of life (Williams et al. 2018). While some women with UFI may still opt 
for surrogacy and adoption, argument has been made that the desires of women who 
choose to use UT to attain motherhood through pregnancy cannot be denied (Testa/ 
Johannesson 2017). 


3.2 The Existing Guidelines on Parental Rights 


Concerns raised by ethicists on parental rights matches the existing guidelines on 
parental rights during surrogacy and gamete donation. Once donated, the uterus is 
considered as the “property” of the recipient and thus the transplant team is asked to 
ensure that the donor and /or their family members understand that they will have no 
parental right over the future child born using the donated uterus (Bruno/Arora 2018). 
Further, it is proposed that until the child reaches 18, all contact between the child and 
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the deceased donor’s family or living donor should be done through the parents out of 
respect for the parents’ right to choose a birth story (ibid.). 

Ethicist have also argued at length about the funding of UT by a public health care 
system or its coverage under insurance without which it is likely to further widen the 
inequality of access to reproductive options. Concerns have been raised over funding 
of a non-life saving procedure by insurance or public funds. Blake (2018) says UT ina 
private health care system like the US cannot be covered unless health care in general 
becomes more widely equitable. Since many groups in the country have historically 
suffered inequality in access to infertility services and childbirth, UT cannot be prior- 
itized. Sandman (2018) looks at the Swedish health care system that is publicly funded 
to argue that whether UT could be seen as a treatment for absolute uterine infertility 
(AUIF) should depend upon the relative severity of AUIF as compared to other health 
care needs and on the effectiveness and cost of UT in comparison to other reproductive 
alternatives like adoption and surrogacy. Others like Wilkinson and Williams (2015) 
argue that the case for not funding UT through a public health system like that of the 
NHS in the UK is rather weak. They are of the opinion that infertility can be viewed as 
a disorder due to the clear biological causes and effects. So the absence of sufficiently 
good alternative that could replace UT makes it a case for being funded. However, in 
order to be funded, UT needs to be established as a safe and cost-effective option and 
if surrogacy laws get reformed, the rationale for funding UT could get weak (ibid.). 


3.3 Foreclosing of Other Reproductive Alternatives 


Offering UT as a reproductive alternative is also seen as creating potential harm to the 
position of adoptable children (Lotz 2018). Thus an unintended consequence of offer- 
ing UT would be to keep people from considering adoption as an option (Shapiro/Ward 
2018). Moreover, it is argued that the introduction of UT frames the right to bear a 
child as not just liberty but claim and hence reinforces a life without birthing a child as 
a lesser life (Mertes/van Assche 2018). Since UT is often presented as an ethically less 
problematic alternative to surrogacy, Guntram and Williams (2018) studied the 2016 
Swedish government white papers, which considered amending Sweden’s existing 
policy on surrogacy to permit altruistic surrogacy. They showed how the arguments 
held against surrogacy can also be used against UT. They argued that nations ban- 
ning surrogacy on moral grounds need to maintain consistency and ban UT as well. 
But then again, ethicists have argued against offering a simplistic ethical mapping of 
UT by suggesting a ban. Instead, restrictive measures through regulation by ensuring 
delay in access to treatment and strict counselling sessions has been recommended as 
ethical alternatives (McTernan 2018). 


3.4 Transgender Reproductive Rights 


A debate on UT is incomplete without addressing the possibilities that it creates for 
transgender and potentially male reproductive rights and justice. UT could be a path for 
transgender pregnancy and in future developed for male pregnancy (Alghrani 2018). 
However, ethicists remain concerned about the social feasibility of making UT avail- 
able to transwomen in practice. Given the heteronormative reproductive practices that 
dominate social mindsets, it is apprehended that while a prospective donor might be 
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willing to donate uterus to a woman with congenital defect, they might not be willing 
to do the same for a transwoman. Thus, a strategy of organ allocation that includes 
even transwoman is yet to be established and their disadvantaged position needs to be 
taken into consideration during framing policies (Spillman/Sade 2018). Moreover, pol- 
icies directing towards cis-women for uterus allocation by placing clauses like bring 
your own egg and others might keep transwomen from attaining their goal of becom- 
ing a “woman in full” (Spillman/Sade 2018: 33). 


4. Ethical Discussions around UT through a Reproductive Justice Lens 


Based on the above discussed transplant and reproductive ethical concerns raised by 
ethicist regarding the introduction and acceptance of UT as a transplant and fertility 
alternative in near future, three issues emerge that requires further discussion. The 
first ethical issue revolves around the designation of UT as a ‘non-vital’ transplant 
procedure that simply improves the quality of life and the impact of this categoriza- 
tion on uterus retrieval procedures. The second issue concerns the strategy of uterus 
allocation and listing and the gendered position of the donor in the process. The third 
issue revolves around the questions as to whether UT needs to be regulated as another 
transplant procedure like the other Vascularized Composite Allograft organs (VCAs) 
or needs to be recognized as an ART. In the following section, I will take up each of 
these three ethical issues one by one and demonstrate the benefits of approaching the 
ethics of UT through a reproductive justice approach. 


41 UT as Improving Quality of Life, Non-Vital Organ 


The first ethical issue revolves around the designation of UT as a ‘non-vital’ transplant 
procedure that is not life-saving but simply improves the quality of life (Caplan et al. 
2007). UT however, is also seen as strengthening reproductive desires to achieve fer- 
tility through a risky procedure that could have been avoided in its absence. But once 
a reproductive technology is clinically introduced and the risks are deemed ethically 
acceptable by experts, its life changing potentials are tough to deny. While ethicists 
have discussed the importance of enhancement of quality of life for women who need 
UT and their moral right for the same, UT still continues to be categorized as non-vital 
due to its non-life saving role. Bruno and Arora (2018) argued that all lifesaving organs 
should be removed from the body first before the removal of the uterus. However, oth- 
ers are of the opinion that UT’s potential for improving quality of life could be more 
than other lifesaving transplants like heart or kidney. 

Although, UT requires women to undergo a round of risky surgical procedures that 
includes oocyte extraction, organ transplantation, embryo transfer and hysterectomy, 
the procedure is demonstrated as ‘safe’ through the recent successful childbirths. The 
procedure is also likely to advance further in future to minimize risks and errors. Thus, 
there remains little rationale behind denying women their rights to access UT once its 
clinically available. In order to decide on the circumstances under which UT needs to 
be made available and whether uterus as an organ requires more credit than just being 
categorized as non-vital, one needs to understand the changing meaning of the uterus 
made possible through its novel transplantation. The previously ‘dormant’, ‘vacant’ 
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uterus or the ones that would become wasteful through hysterectomy now holds a vital 
future. 

Kalindi Vora (2015) outlines that vital organs can be understood as an essential part 
of one’s body and life and can be freed only after being constructed as ‘extra’ or not 
needed in its current site by the biomedical discourse. Uteruses like other ‘vital’ organs 
(e.g. kidneys) are suddenly seen as surplus once medical technologies are able to utilize 
and transfer its vitality to another human’s body that lacks the same. In the context of 
organ and tissue donation, it is argued that a fantasy for a regenerative body brings out 
bioeconomic value from the bodies of others and creates a demand for new sites of sur- 
plus (Waldby/Mitchell 2006). Fertility is known to be an innate desire even if socially 
constructed and validated but is still a powerful desire. Thus, by offering the hope to 
regenerate the fertile capacities of the recipient, the novel technique of UT creates new 
sites of surplus, which when extracted and accumulated can prove to be vital for its 
recipients. The novel transplant technology and social desires of gestating and birthing 
a child becomes sites of (re)production of the vital capacity of the uteruses. Biology and 
biological substances are made to matter through the imagination of biotech prac- 
titioners and social analysts (Helmreich 2008). Technological possibilities and social 
desires thus create the avenue of birthing through UT and its mere possibility is likely 
to turn its desirability as a quintessence for its recipients. A first glimpse of that is 
already seen in the turnout of women who have registered their interests in the various 
UT clinical trials all over the world. 

In the context of IVF, we know that people do not feel they have tried enough until 
they have exhausted all their options because even failures can grant the satisfaction 
of trying (Franklin 2010). UT has thus turned uteruses into a biocapital for the uterine 
transplant industry by making the procedure available as a reproductive option. Bio- 
capital is discussed by Franklin and Lock (2003) as a form of extraction that involves 
isolating and mobilizing the primary reproductive agency of specific body parts. 
Therefore, once the vitality of uterus becomes an extractable commodity, the process 
of transplantation turns it into a biocapital for the transplant and fertility industry 
converting it into a vital asset for those who lack it. The vitality of the uterus thus 
becomes an indispensable reproductive asset for the recipient for whom UT becomes 
the ultimate means of gestating and birthing a child through their bodies. Although 
ethicists are of the opinion that undergoing such a risky procedure just for the experi- 
ence of gestation might not be ethically justifiable when childbirth through the same is 
tentative, it is the hope for a successful gestation and the social construction of attain- 
ing motherhood by experiencing gestation and birthing that makes yet another ‘hope 
technology’ like UT highly desirable. 

Now that UT is a possible birthing option, the inability to access the same unless 
one consciously chooses to dismiss this option, is likely to lead to gendered suffer- 
ing for those women ‘in need’ (including transwomen). Hence, even if non-life saving, 
UT is likely to become a vital procedure for many due to what it makes possible. Also 
unlike other non-life saving transplants like face and hand grafts, UT is temporary and 
do not hold the same risks of undergoing life-long immunosuppression. While, other 
non-vital transplants pose similar ethical and moral challenges, unlike face transplant 
or hand transplant, UT is temporary and involves transfer of reproductive capacity 
and not a permanent transfer of a physical image or a visible body part, which has its 
own ethical complexity to cope with. The visible output of the transfer of reproductive 
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capacity through UT is the birth of a child and concerns have been raised about the 
relational dynamics between the child born out of a transplanted uterus with their 
known donors. Yet studies on surrogacy have shown such relationships not necessarily 
causing complexities but often expanding the definition of kinship and giving rise to 
new roles. Thus, even if it is non-life saving, UT is likely to become indispensable for 
cis-gendered women’, who are now aware of its availability as an option as well as 
transwomen for whom UT, once it becomes compatible for trans-reproduction can be 
the sole way of attaining biological motherhood. Under such circumstances, by taking 
on a reproductive justice perspective, one needs to break beyond the vital and non-vi- 
tal or lifesaving and life enhancing dichotomy and not rank the uterus below other 
life-saving organs. The procedure requires recognition on its own right and for the 
gendered dimension attached with it. 

Thus, although procurement of vital organ are often prioritized, the ethical impor- 
tance of a potential good life offered by UT cannot be dismissed (Vong 2018). It has 
even been argued that if a transplant donor qualifies all listing criteria and has the pos- 
sibility of retrieval of either heart or uterus, uterus should be retrieved as it will offer a 
higher quality of life (ibid). UT recipient is likely to give birth to another life whose aver- 
age span will be higher than the heart transplant recipient and UT is going to improve 
the quality of life of two persons. On certain occasions, when vital transplants are not 
likely to improve quality of life significantly while UT can potentially improve quality 
of life of the recipient, it is argued that there is a need to move away from the typical 
procurement priority (ibid.). However, although it is argued that UT can at times offer 
a better quality of life than other lifesaving organ transplants like heart, I would like 
to argue that life-saving transplants still ought to deserve priority until technological 
progress can end the need for such prioritization. According biological reproduction 
a morally higher place over life-saving procedures could essentialize reproduction 
and offer oppressive frames for women. Having said that, I would also like to argue 
that procedures for procurement of uterus from deceased whole-body organ donor 
should be conducted in a way to ensure safe retrieval of uterus. The right of women 
and transwomen to access a transplantable uterus, if they are clinically suitable to 
undergo the procedure, should not be constrained should they have the means to do 
so (financial/insurance, donor available) due to its significance in their lives. Hence, it 
will be important to prioritize the advances in transplant medicine that would allow 
for its safe retrieval after the removal of other solid organs. If the same is not possible, 
techniques for uterus retrieval consuming minimum time prior the retrieval of other 
vital organs can be considered by transplant scientists as long as that does not risk safe 
retrieval of other organs. If the same is not possible at all, living UT is likely to become 
the preferred mode of uterus retrieval even if there is clinical evidence in future about 
the same success rate and risks of using both types of donation options. Therefore, it 
might be important to take into account the urgency and vital role of uterus in the lives 
of its recipients and work towards devising a way for its efficient retrieval. 

Making UT a solution might overshadow the sufferings of unsuccessful recipients 
of UT for whom UT is inaccessible or those who remain involuntary childless for causes 
other than uterine infertility (Mertes/van Assche 2018). Thus people who cannot afford 
or access UT would be put on a loop of suffering. Yet once clinically made available, it 


2 Cisgender is aterm for people whose gender identity matches the sex that they were assigned at birth. 
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is tough to prevent people from desiring for UT and hence care needs to be taken about 
their efficient and fair access without passing on the burden to the potential donors. 


4.2 Uterus Allocation and Gendering the Gift of the Donor 


The second ethical issue concerns the strategy of uterus allocation and listing. Organ 
registries for UT cannot be maintained in the same way as that of other organs like 
kidney or liver (see chapter 9 in this book). It is tough to prioritize recipients in the list- 
ings since every recipient with birthing potential will have the same utility of the UT 
unlike other transplants where such prioritizations are done on the basis of its utility 
for the donor (Williams 2018). This requires a major amendment of organ allotment 
laws across countries. Moreover, as clear from various reports and articles, live uterus 
donation is likely to be a norm and given the shortage of live organ donors in various 
parts of the world the question remains as to whether and how demand for uteruses 
can be met. While several countries have or are moving towards deemed consent (see 
chapter 2 in this book), even if deceased UT becomes an option, deemed consent as dis- 
cussed above, is unlikely to meet the high demand of uteruses required for UT around 
the world. Hence, there is a need to rethink the ethics of allocation of live uterus dona- 
tion and its sourcing from known or unknown ‘altruistic’ donors. 

Gifts are never ‘free’; they inevitably come with strings, making the recipient 
beholden in crucial ways (Mauss 1925; see also chapter 10 and 14 in this book). “Pure 
altruism does not exist, except perhaps toward one’s children, and bio-evolutionists 
have pointed out that parental sacrifice hides a form of (genetic) self-interest” (Scheper- 
Hughes 2007: 508). While studies have confirmed time and again that the joy of giv- 
ing becomes a form of reciprocation for donors, and transplant teams are expected 
to carefully ensure effective procedures of informed consent (Gill/Lowes 2008), one 
needs to take into consideration the gendered dimension of uterus donation. Under- 
standing the gendered dimension is important as it allows the use of reproductive jus- 
tice as a moral frame to approach women’s participation as UT donors. Researchers 
studying organ donation have long found that social desirability influences donor’s 
decision-making (Russell/Jacob 1993). Few studies that are available from the US and 
Japan states that the majority of the public is in favour of UT as a reproductive option 
(Nakazawa et al. 2019; Hariton et al. 2018). Such attitudes could selectively target bod- 
ies of women with dormant and yet fertile uteruses, expecting them to ‘help’ those in 
need. The gendered availability of uteruses makes it important to deliberate upon the 
circumstances under which women (and transmen) donate their uteruses. Uteruses 
are going to come from women and in future even from transmen during their hys- 
terectomy procedures once the transplant medicine is able to accommodate the same. 
Since uteruses cannot come from the men or women who might have not completed 
their own reproductive journeys, those women who have completed their reproductive 
years and transmen might feel socially obliged to consider donation as their respon- 
sibility. The pressure of being socially responsible might influence these potential 
donor’s decision-makings and hence needs to be approached from a reproductive jus- 
tice point of view. 

Unlike other live donations like kidney or liver, uterus is not lifesaving but repro- 
ductive. Certain studies show that kidney recipients have not directly asked their fam- 
ily members to donate to avoid feeling beholden (Gill/Lowes 2008). Uteruses unlike 
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kidneys are constructed in the transplant discourse as not just ‘spare’ organs but ‘sur- 
plus with no further purpose’ for the donor. Uterus recipients thus might feel rela- 
tively less pressure to compensate the donor for their loss of an organ since the uterus 
in question did not have a purpose for the latter. Thus their anticipated obligation 
towards the donor is unlikely to disappear, but will be of a different nature. Hence, 
recipients might directly expect their family members to donate their vacant uterus to 
them as an act of female solidarity. Potential donors on the other hand, might feel an 
urgency to help their daughters or friends to have a child since they themselves have 
experienced childbirth, which the latter is longing for. Bruno and Arora thus proposed 
that donor evaluation team should have private conversation with the donors. Pres- 
sures of family members in a pronatalist society should be evaluated (Catsanos et al. 
2013) and UT donors should have a right to withdraw their consent at any stage (Bruno/ 
Arora 2018). However, it still remains to be seen how this can be efficiently ensured. 

Like the donors in the studies on kidney donation, the UT donors in various clinical 
trials have expressed the joy of being able to help their daughters, sisters or friends 
(Mitchell 2019). Yet one cannot deny that known directed uterus donation do come 
with the risk of both unsaid expectations from women to donate or even the possibil- 
ity of direct coercion holding women in family obliged to donate. On the other hand, 
as discussed before, it can be expected that in several societies, living donors might 
not wish to donate their uteruses to a trans women. Further, transwomen might lack 
the same social capital and support from friends and family willing to assist a trans- 
birth by donating their uterus like a cis-woman. Hence, if reproductive justice is to be 
achieved one has to think of ways for uterus allocation that would neither selectively 
target gendered bodies nor selectively deprive access for some on the basis of their 
sexuality and gender. 

Non-directed unknown live uterus donation to some extent is likely to come from 
menopausal women and transmen once the UT procedure is able to utilize uteruses 
harvested through hysterectomy. If in future, UT continues to require uteruses with 
larger grafts vessels, women of menopausal age and transmen could be unnecessar- 
ily subjected to a more complex surgical procedure, even when they might give their 
informed consent to undergo the same. 

Based on the lessons from kidney donation, we know that women all over the world 
are frequently chosen or expected by their family members to be a kidney donor for 
being the most non-productive member of the family (Scheper-Hughes 2007). Studies 
on surrogacy have also shown that several altruistic surrogates during the early days 
of surrogacy have been the mothers or a close friend. Hence, one cannot but be vary of 
the possibility of women within one’s families especially mothers either feeling obliged 
to help by donating their ‘dormant, vacant’ uterus to their daughters or a close friend 
or sister feeling the moral responsibility to ‘help’. 

Discussing the German Organ donation scenario, Schweda and Schicktanz char- 
acterized the laws of living organ donation that is directed towards family and rela- 
tives as “mutual family responsibility” (2012: 247), which often take a gendered role. 
Through empirical research, they have shown that a sense of individual responsibility 
towards donating organs like kidney or liver often arise out of traditional gendered 
roles in society expecting women to provide as a carer. Women is their study declared 
their willingness to ‘sacrifice’ their heart or both kidney for their children if need be. 
On many instances, individual responsibility can turn into self-responsibility when 
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people start considering the act of organ donation as indicative of being a good person 
(Schweda/Schicktanz 2012). 

However, the phenomenon of donor regret (Scheper-Hughes 2007) is also com- 
mon among live kidney and liver donors especially when the transplant fails. For every 
uterus rejection or failed attempt at childbirth after UT, the donor and in this case 
women would become selectively vulnerable to feelings of regret. Again the onus of 
organ gifting can lead to a creditor-debtor relationship between the organ donor and 
recipient that has been noticed in cases of kidney transplant on the organ watch files 
(Scheper-Hughes 2007) and which Fox and Swazey describe as “tyranny of gift” (1978: 
386). 

Although the debt of receiving the uterus as a gift from one’s family member could 
be avoided by some by purchasing organs from the ‘poor’ and hence outsourcing the 
labor of donation to deprived parts of the world; the issue of sacrifice, moral obligation 
or coercion to donate could very well be the reason for uterus selling just like that of 
kidney donation (see Scheper-Hughes 2007). 

Since transnational kidney markets and transnational surrogacy markets area well 
known phenomenon, the uterus shortage could soon be met by through cross-border 
uterine donation through the underground organ markets emerging in Asia, Africa 
and Middle East (Scheper Hughes 2002; Cohen 2013; see also chapter 11 in this book). 
Or it could take the form of transnational surrogacy markets like India, Nepal, Mex- 
ico, Russia etc. A first glimpse of the same is is visible in the advertisements of med- 
ical tourism platforms like Medmonks who have already started promoting low cost 
cross-border UT opportunities in Pune, India.’ It suggests that UT is likely to generate 
cross-border markets and pose distinct sets of ethical, moral, and legal challenges. 

Thus, clear ethical frames for live uterine donation needs to be thought through by 
taking into consideration the local socio-cultural context and developing mechanisms 
through uterus donation campaigns or awareness drives that frees women and trans- 
men of being responsible by default to donate their uteruses. Live uterus listing and 
allocation be it directed or non-directed should take into consideration this additional 
gendered responsibilities associated with the process of uterine extraction that sud- 
denly deems women as hosts with surplus, who might either see it as an opportunity 
to help their loved ones or an overt or covert obligation. While transplant teams have 
been offering counselling to potential donors, UT counselling requires an additional 
perspective on childbirth and parental relationships, which might demand the exper- 
tise of counsellors working with egg donors and surrogates. 


4.3 The In-Betweeness of UT as a Transplant and Fertility Procedure 


The third ethical issue that has been circulating in the ethical debates on UT and yet 
not been directly voiced is the concern regarding whether UT needs to be regulated as 
another transplant procedure like the other VCAs or needs to be recognized as an ART. 
Although UT is a transplant procedure and an output of the advancement in trans- 
plant medicine, the purpose of carrying out this transplant is reproductive. Hence, it 


3 Website of Medmonks: https://medium.com/@medmonks/process-uterus-transplant-india-cost-med- 
monks-95dec366ef06 (accessed on September 4, 2018) 
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is bound to raise ethical questions that fall within the domain of reproductive ethics 
and law, as much as transplant ethics and law. 

For the purpose of uterus allocation, parental fitness has been considered by eth- 
icists as a screening criteria. Some have argued that uterine allocation model should 
replicate the organ allocation model and not adoption policies. Hence parental fitness 
should not be a criteria for UT allocation since the criteria established by United Net- 
work for Organ Sharing (UNOS) for medical fitness cannot be extended to parental 
fitness (Rogers 2018). Thus psychosocial criteria for assessment could be discrimina- 
tory as per the present guidelines and transplant teams are not qualified enough to 
make these decisions (ibid.). However, the issue of parental fitness is often discussed 
under the domain of assisted reproductive technologies (ARTs). Bodies like the Ameri- 
can Society for Reproductive Medicine (ASRM) urge fertility clinics to not provide services 
that would threaten the future of the child, there is no mandatory regulatory policy in 
countries like US to determine whom fertility clinics are actually offering their ser- 
vices (ibid.). In contrast, in the UK, the Human Fertilisation and Embryology Authority 
(HFEA) mandates the clinics to conduct child welfare assessment (ibid.). Thus, to be 
able to accept or contest the significance of reproductive issues like parental rights 
during UT, laws of uterine allocation would need to take into account the ART regula- 
tions or guidelines for fertility clinics in respective countries and merge it with organ 
transplantation guidelines like the UNOS guidelines. 

ART could be available as a fertility option offered by fertility clinics in collabo- 
ration with transplant surgeons. The possibility of women feeling morally obliged or 
being coerced into uterus donation as has happened in the case of egg donation and 
even kidney donation can also be addressed if UT donors are offered similar psycho- 
logical and legal support as the egg donors and surrogates by the fertility clinics. Thus, 
UT ethics needs to draw from the national and international ethical guidelines already 
in place to safeguard the interests of women participating in similar technology aided 
reproductive procedures like egg donation and surrogacy. Under such circumstances, 
regulation would need to safeguard not just the choice of using living or deceased 
donor or ways of uterus allocation and listings. It needs to also focus on envisioning 
competent counselling procedures for the donors and ways of ensuring adherence to a 
set recipient selection process. Private ART clinics offer ART services to anyone med- 
ically suitable - irrespective of whether the donors and surrogates work altruistically 
or commercially. Since UFI is a diagnosis that is likely to come from the domain of 
fertility medicine and for some through the ART clinics, the extent to which those clin- 
ics will be able to freely allocate uteruses to their patients is a question that needs to 
be reflected upon. Moreover, it is known that the IVF recipients in countries like the 
UK often travel to Spain or Cyprus to jump the long waiting list of egg donation due to 
its time consuming and restrictive ART guidelines under the HFEA. A similar pattern 
is known to be exiting for cross-border kidney exchanges. Clinic might begin to pro- 
mote the same for UT in future unless the transnational flow of patients is tracked and 
regulated by prospective source and recipient countries in unison. Hence, for practi- 
cal regulatory purposes, one cannot lose sight of the precedents set by other ART and 
transplant practices that UT is likely to replicate. 

Like every other fertility option, UT is also likely to raise issues related to cost, 
availability and most importantly uniformity of access. UT is expensive. It incurs 
costs for a prolonged period in order to monitor and administer immunosuppressants. 
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Since until now UT are performed using IVF (the uterus is not being connected to the 
native fallopian tube) there are additional costs and procedures involved that might 
not be legally compatible with the existing ART laws in various countries. The proce- 
dure could involve cost of maintaining frozen embryos, its plight ifthe transplant fails, 
frozen eggs or ovarian tissues (if the recipient have been battling cancer), preimplan- 
tation genetic diagnosis (PGD), non-medical sex selection to state a few. In state spon- 
sored programs, it remains to be decided whether the same couples or individuals who 
have been sponsored for previous surrogacy attempts are covered for UT. Hence, like 
other ARTs, UT could potentially stratify reproduction further by creating inequalities 
amongst women across class, country, race and ethnicity. Since incongruent access is 
likely to leave some women deprived despite their clinical suitability to undergo UT, 
the issue of access and allocation needs to be approached though the lens of repro- 
ductive justice and not through the traditional political economic argument on fair 
allocation. Moreover, UT is likely to be the only option for transwomen to attain bio- 
logical reproduction. In future, once UT for transwomen become possible, additional 
ethical concerns like transwomen’s access to egg and embryo donation, uterine donors 
and non-discriminatory ways of access to UT is likely to be of importance. Such ethical 
and legal concerns overseeing UT are gendered and is of moral significance. Each of 
these issues unless dealt carefully threaten to coerce reproductive rights of women and 
transmen and create new structures of inequalities and reproductive injustice. 

Since UT is set to become a reproductive alternative for many in need, compatibil- 
ity between UT laws and existing ART laws would be key to ensure that the reproduc- 
tive rights of the donors and recipients of UT receive the same leverage as that of those 
using other forms of reproductive assistance. Thus, in order to remove all structural 
constrains from women’s and transmen’s access to UT, the procedure needs to be cat- 
egorized as both a transplant procedure and a fertility procedure. This should espe- 
cially be the case since IVF is the only way through which recipients of transplanted 
uteruses are birthing children. Through progress in the field of transplant medicine, 
it might soon be possible for some women to ‘naturally’ conceive once their fallopian 
tubes are connected to their ovaries. However, such pregnancies are still likely to be 
closely monitored by obstetrics and gynecology surgeons. Moreover, IVF would always 
be an option for some women and transwomen who might not still be in a position to 
‘naturally’ conceive. 

Moreover, if the regulation and planning for its systematic allocation fails to bal- 
ance and merge the transplant and the fertility dimensions of UT, it would be giving 
higher importance to the biomedical process of uterus retrieval and successful trans- 
plantation. Assigning UT the status of quasi transplant and fertility procedure would 
bring the actual purpose of the transplant to the forefront, would make the response of 
the bodies to transplanted organs and immunosuppressant visible. It would highlight 
the often invisible reproductive journeys of women, which otherwise risk getting over- 
shadowed by the biomedicalized transplant narratives of success and failures. Unlike 
other organ transplants involving kidney or liver, UT is a temporary transplant with a 
definite goal of childbirth. Attempts to achieve the same starts only in the post-trans- 
plantation period. Thus, the post-transplant period does not only become a time of 
recovery and survival within one’s body with a foreign organ but also the period of 
attaining one’s fertility by attempting to conceive, gestate and birth. The politics and 
ethics of this post-transplant period could only be understood and regulated if UT is 
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approached as both a transplant as well as a fertility procedure. This is crucial in order 
to understand whether the arrangements fall short of ensuring reproductive justice 
for the recipients. 


5. Conclusion 


In this chapter, I have identified and discussed three key ethical issues at the back- 
drop of the ongoing debates on UT from around the world. The first ethical issue 
revolves around the designation of UT as a ‘non-vital’ transplant procedure that simply 
improves the quality of life and the impact of this designation on uterus retrieval pro- 
cedures. I argued that uterus as an organ during a transplantation procedure deserves 
more credit than simply being categorized as ‘non-vital’ due to the role it plays in the 
recipient’s lives. Once technology is able to utilize and transfer the vitality of a uterus 
to the body of another woman who lacks it, its vital capacity becomes extremely desir- 
able and can seem quintessential to cisgender and transgender women to attain fertil- 
ity. Hence, I argue for breaking out of the ‘vital’ and ‘non-vital’ rationale behind organ 
retrieval and allotment and state that uterus retrieval deserves as much attention as 
other lifesaving organs, though not more than it. As a possible birthing option, it can 
cause gendered suffering amongst women who desire to utilize UT to reverse their 
infertility. Hence, given the vital role of a transplanted uterus in the life of the recipi- 
ent, transplant scientist must devise a way for safe retrieval of uteruses before or after 
retrieval of other vital organs as risking the opportunity to utilize a potentially viable 
uterus might bring increased sufferings. 

The second issue that I discussed concerns the strategy of uterus allocation and 
listing and the gendered position of the donor in the process. I argued that since 
gifts are never free, there is a need to rethink the ethics of allocation of live uterus 
donation and it’s sourcing from known or unknown live altruistic donors. Since, UT 
selectively target bodies of women, the gendered availability of uteruses need to be 
taken into consideration in order to understand the nature of responsibility that UT 
might bring for women and how that might influence their decision-making. Like the 
donors in studies on kidney donation, the UT donors from the ongoing clinical trials 
have expressed their joy at being able to help their loved ones. Yet that cannot dismiss 
the possibility of holding women and transmen morally obliged to gift their uteruses 
during their hysterectomies in order to prevent it from going to medical waste. More- 
over, the phenomenon of donor regret could further make potential UT donors vul- 
nerable to experiencing failures on instances when UT would fail to cause a success- 
ful childbirth. While some recipients might avoid making their family or friends feel 
obliged to help them by sourcing uteruses from transnational organ markets, even a 
price for uterus selling as is known, cannot ensure a non-coercive decision-making for 
donors. Thus, I argue for the need to have clear ethical frames for live uterine dona- 
tion that takes into consideration the local socio-cultural context and legal scenario. It 
would also be important to develop mechanisms through uterus donation campaigns 
or awareness drives for freeing women and transmen of their presumed moral respon- 
sibility to donate their uteruses. 

The third ethical issue that I discussed revolves around the question as to whether 
UT needs to be regulated as another transplant procedure like the other VCAs or needs 
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to be recognized as an ART. ART could be available as a fertility option offered by fer- 
tility clinics in collaboration with transplant surgeons. Hence, for practical regulatory 
purposes, one cannot lose sight of the precedents set by other ART practices that UT is 
likely to follow suit, which are available to anyone deemed medically eligible and often 
transnationally. Like every other fertility option, UT is also likely to raise issues related 
to cost, availability and most importantly uniformity of access. UT is expensive and its 
costs could lead to non-uniformity of access and inefficiency of the national waiting 
lists. Such ethical and legal concerns can only be addressed if the existing ART laws 
of the respective countries are taken into consideration alongside its transplantation 
laws while drafting the guidelines and regulations for making UT clinically available. 
Therefore, I argued that UT needs to be categorized as both a transplant procedure and 
a fertility procedure, especially because IVF is the only way through which recipients 
of transplanted uteruses at present are birthing children. Moreover, if the regulation 
and planning for its systematic allocation fails to balance and merge the transplant 
and the fertility dimensions of UT, it would be giving higher importance to the bio- 
medical process of uterus retrieval and successful transplantation while overshadow- 
ing the motivations and embodied experiences of women undergoing the transplants. 

Therefore, in this chapter, I have stated that UT is likely to alter reproductive norms 
for women, selectively target bodies of healthy women as sites of extraction and create 
a new relational dynamics between the donor, recipient and the child-to-be. Hence, I 
would like to point out that there is a need for a gender sensitive ethical framework 
in order to understand the nature of risks, hopes and responsibilities that are inter- 
twined with the clinical use of UT. Although UT is a transplant procedure and an out- 
put of the advancement in transplant medicine, the purpose of carrying out this trans- 
plant is reproductive and is hence bound to raise ethical questions that falls within the 
domain of reproductive ethics and law, as much as transplant ethics and law. 
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V. ALTERNATIVES 


16. Researching Xenotransplantation 
Moral Rights of Animals 


Tatjana Višak 


1. Introduction 


“Ein Herz fir uns” (“A heart for us”): this is the title of a recent article on xenotrans- 
plantation in Die Zeit, one of Germany’s major newspapers (Steeger 2019). The article 
describes experimental research taking place in Munich, Germany, in which research- 
ers have cloned and genetically modified pigs. Their aim is that humans, such as the 
several hundred people currently waiting for a donor heart in Germany, will soon be 
able to receive the animals’ organs. As far back as 1999, a famous Swiss company pre- 
dicted it would be able to provide 300.000 animal organs for human use by 2010. In 
2006, US scientists also expected that the first clinical trials would take place by 2010. 
At the time of writing it is 2020, and none of these developments have eventuated. 

While some people want pigs to have hearts for humans, others feel that we humans 
should, in a sense, have a heart for pigs and not use them in this way. Is it ethically 
acceptable to use pigs as resources for spare body parts, and to use non-human pri- 
mates and other animals as experimental subjects in order to develop the technology? 
This chapter addresses these and other questions about the ethics of xenotransplanta- 
tion. 


2. Xenotransplantation Research 


Deriving from the Greek word Xénos (‘foreign’), ‘Xenotransplantation’ refers to the 
transplantation of living organs, tissue, or cells across species boundaries. Tissue 
transplants from inactivated cells, such as the transplantation of heart valves from 
pigs to humans, do not count as xenotransplantation. The same holds for animal-based 
products that contain only molecules, such as insulin derived from pigs. In case of 
xenotransplantation of living organs, the incoming heart, liver or kidney is connected 
to the recipient’s body and is supposed to perform all normal functions. In case of 
xenotransplantation of living tissue, such as skin, corneas or bones, the recipient’s 
blood vessels are supposed to nourish that tissue, a process called ‘vascularization’. 
Xenotransplantations are ‘concordant’ when the two involved species have a close phy- 
logenetic, i.e. evolutionary, relationship, such as in ape-to-human transplantation; 
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otherwise they are ‘discordant’, as in pig-to-human transplantation (Cooper/Wagner 
2012). ‘Xenotransplantation’ is typically contrasted to ‘allotransplantation’ (transplan- 
tation within a species) as well as to autotransplantation (transplantation within an 
individual). 

Since the end of the 1990s, xenotransplantation research has flourished, mainly 
in the United States and the United Kingdom, but also in Germany. Accounts of the 
history of xenotransplantation research typically mention the so-called Baby Fae case, 
which spurred public debate about the technology and also led to some regulation. In 
1984, the surgeon Leonard Bailey replaced the heart of the newborn human, Stepha- 
nie Fae Beauclair from Los Angeles, who was born with a severe heart problem, with 
the heart of a baboon. The baby died 20 days later. The research involving Baby Fae 
was severely criticized, not least because a surgical procedure that could have cured 
the baby’s heart condition already existed. Moreover, the xenotransplantation couldn't 
possibly have succeeded, and it was considered foolish to believe it could (Gericke 
2014). Dr. Bailey had previously performed at least 160 transplantations between dif- 
ferent species, such as sheep, goat and baboon, all of which resulted in the death of 
both donor and recipient. This was also the outcome of the hundreds of trials by other 
xenotransplantation researchers undertaken since the early 20th century. For exam- 
ple, Keeth Reemtsman performed 13 chimpanzee-to-human kidney transplantations 
in 1963-1964, and Thomas Starzl carried out many liver transplants between chim- 
panzees and human children. Nearly always, the xenotransplantation failed due to 
hyperacute organ rejection (Gianello 2014). Transplantation medicine in general was 
in an experimental stage during the 20 century. For example, it was only in 1954 that 
Joseph Murray first successfully transplanted a kidney between two identical twins. 

Nowadays pigs are considered the most likely non-human organ sources for 
humans. Speaking of ‘donor’ animals in case of xenotransplantation would be a 
euphemism, since the animals do not voluntarily give their organs. (More appropriate 
labels might be ‘organ sources’ or ‘transplant victims’.) Pigs are considered suitable 
due to the size and function of their organs, which are similar to those of humans. 
Furthermore, the risk of transmitting viruses is smaller for pigs than for species that 
are more closely related to humans, such as primates. Finally, pigs are relatively cheap 
and easy to breed. A disadvantage of using pigs, however, is that the human immune 
system tends to reject pig organs even more rapidly than those of more closely related 
species (ibid.). Pigs are not only envisioned as a source of solid organs for humans: 
porcine pancreas and brain cells are being tested for use in the treatment of diabetes 
and Parkinson’s disease, respectively. In the latter case, the brain cells are coated in 
seaweed, preventing the human immune system from attacking the xenograft while 
allowing growth factor to move into surrounding brain tissue. Furthermore, pig livers 
have been used ex vivo — i.e. connected to the human body externally — as a temporary 
support for humans with acute liver failure. 

To date, porcine organs have mainly been transplanted into non-human primates 
as part of efforts to develop the technology. No xenograft recipient, regardless of spe- 
cies, has ever survived for longer than a few months; typically, they die much earlier. 
It is technically still unclear whether pig hearts, or other living body parts from any 
non-human species, could ever be modified to function in humans. The major tech- 
nical problems in xenotransplantation research are (1) the required correspondence 
of size, structure and function between organs; (2) the hyper-acute rejection of the 
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newly received organ by the recipient’s immune system (as well as a rejection on the 
medium and longer term in cases where hyper-acute rejection was prevented); and 
(3), the risk of transmitting infectious diseases from non-human animals to humans. 
Because humans received the HIV and the Ebola viruses, as well as influenza viruses 
and most recently the Coronavirus, from non-human animals, it is feared that other 
deadly viruses may cross the species boundary as well. Furthermore, the non-human 
transplant victims are genetically modified to resemble humans in certain respects, 
and the human recipients receive drugs to suppress their immune response, poten- 
tially paving the way for so-called xenozoonoses: infectious diseases from other spe- 
cies. This concern informs various international laws and regulations regarding xeno- 
transplantation, which range from mandating protective measures for the clinical use 
of xenotransplantation to temporary bans on its clinical use (Schicktanz 2018). Given 
these major obstacles, xenotransplantation research is still in an experimental stage. 
Nevertheless, some researchers expect new technological developments to bring 
clinical trials closer. In 2017, US scientists succeeded in removing porcine retroviruses 
from the genome of pigs by using CRISPR and CAS9 technologies (Niu et al. 2017). Por- 
cine retroviruses are considered particularly dangerous because they have been shown 
to infect human cells in vitro. If they found their way into humans via transplants, they 
could not only infect the organ recipients but also spread to other people, and in the 
worst-case scenario they could cause dangerous new pandemics. Therefore, removing 
the retroviruses counts as an important achievement. Furthermore, researchers are 
now able to knock out the pigs’ growth hormones, thus allowing them to farm smaller 
pigs with more human-sized hearts. Furthermore, these pigs are genetically modified 
to produce a human protein, and to lack a porcine enzyme. Such modifications are 
meant to prevent the human immune system from destroying the transplanted organ. 
In addition, the genetically modified pigs in Munich now produce a further protein, 
which prevents blood clotting in the transplant. These new technological possibilities 
make clinical trials more likely to happen and have sparked renewed interest in the 
relevant ethical issues (Wünsch et al. 2014, Mohiuddin et al. 2016, Kemter et al. 2017). 


3. Ethics 


The ethics of xenotransplantation have been discussed in politics, society and aca- 
demia for more than a decade (Bartholomew/Auchincloss 1998; Quante/Vieth 2001; 
Schicktanz 2002; McLean/Williamson 2005). The question at the center of this discus- 
sion is whether xenotransplantation research should continue. Some of the arguments 
put forward in this debate are narrowly anthropocentric (i.e. human-centered), hold- 
ing that humans should be the sole objects of our moral concern. Accordingly, such 
arguments typically address the harms and benefits of the technology for humans. In 
contrast, other arguments are premised on a wider, sentientist perspective, according 
to which all sentient individuals deserve our moral consideration, and therefore it also 
matters how the technology affects sentient non-humans. 
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3.1 Harms and Benefits for Humans 


Moral theories seek to determine what is morally right or wrong and why this is so. 
These theories can be divided into consequentialist and non-consequentialist, or ‘tele- 
ological’ and ‘deontological’, theories. The former evaluate actions only on the basis of 
their consequences, whereas the latter do not, or at least do not only, consider conse- 
quences. Arguments that evaluate the significance of xenotransplantation for humans 
typically focus on consequences of the technology. This is not to say that only conse- 
quentialists can or do embrace these arguments; even those who hold that other con- 
siderations are ethically relevant in principle may concede that the potential harms and 
benefits of this technology should play a major role in its evaluation. 

If we are to assess the harms and benefits of xenotransplantation research for 
humans, we must compare it with alternatives. After all, ‘harm’ and ‘benefit’ are com- 
parative notions. By definition, an event benefits me if and only if it leads me to be 
better off than I would otherwise have been; conversely, an event harms me if and only 
if it leads me to be worse off than I would otherwise have been. This is the standard, 
counterfactual account of harm and benefit. 

In debates about xenotransplantation it is typically assumed that transplant recip- 
ients, and less directly their friends and families, would benefit from the technol- 
ogy. But whether the recipients can be said to benefit depends on how receiving the 
transplant compares with the counterfactual scenario. If the transplant granted them 
additional years of life when they would have otherwise died, the transplant benefited 
them. How great a benefit this was would depend on the quality of the transplants. It 
also would depend on other factors. For example, transplant recipients might be forced 
to live with unusual restrictions on their privacy due to being subjected to measures 
designed to prevent the spread of infectious diseases. They might even have to regis- 
ter their interactions with other people. The restrictiveness of these measures would 
depend on the remaining risk of zoonoses. The overall benefit to the transplant recipi- 
ents would also depend on how many people received xenografts. Finally, the extent of 
the benefit (or harm) would depend on the exact nature of the counterfactual situation. 
Would people that received a xenograft have otherwise received an allograft? Or would 
they have died? Since we currently do not know these facts, it is unclear and contro- 
versial what the benefits of xenotransplantation would be. (This suggests topics for fur 
further empirical research, but also for ethical exploration. For example, there isn’t 
much debate in ethics yet about how pig organs should be allocated after the phase of 
clinical tests.) 

One might also wonder to what extent certain pharmaceutical companies or sci- 
entists would benefit from advancing xenotransplantation. It is easy to imagine that 
companies could profit greatly, not least from selling immunosuppressive drugs. And 
scientists might have a range of motivations for becoming involved in xenotransplan- 
tation research. However, these potential benefits do not do much to justify the tech- 
nology. If the technology could not be independently justified, the fact that some peo- 
ple earned fame or money through it would not make it any more acceptable. On the 
contrary, it would cast a negative light on those who profited from it. 

Promotion campaigns for organ transplantation commonly depict stories of 
patients whose lives have been prolonged by the technology. These benefits are undeni- 
ably relevant. However, such campaigns do not show what benefits might have accrued 
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from spending the same amount of money differently. For example, many diseases 
could be prevented or cured much more cost-effectively. That is, spending money on 
transplantation technology has so-called opportunity costs. This gives some indica- 
tion of the harm caused by the technology: based on the counterfactual account of ben- 
efit and harm, the technology is harmful insofar as it consumes resources that could 
otherwise have provided more benefit to individuals. In times of scarce resources and 
pressing unmet needs, these opportunity costs are morally significant. 

There are other potential harms to consider if xenotransplanations were actually 
performed on human patients. As already mentioned, viruses could infect transplant 
recipients and cause new pandemics, although new technological developments are 
supposed to reduce the likelihood of this scenario. This raises the general question of 
how to account for risks that have a very low probability but very high stakes. How 
cautious can we and should we be, and when, if ever, is it acceptable to take such a 
risk? Should we act according to the precautionary principle, or according to some 
other principle? A relevant example is how to reduce the risks of zoonoses. For exam- 
ple, it has been argued that trials with humans are unavoidable in the development 
of xenotransplantation, but that allowing test subjects to interact with other people 
would be too risky. Therefore, it has been suggested that the bodies of people in a per- 
manent vegetative state could be used for this kind of research, assuming the prior 
consent of these body-donors (Ravelingen et al. 2004). Others have argued that various 
safety measures are required before such risks could be taken (Rothblatt 2004). In any 
case, in medical ethics, the principle of patient autonomy is central, therefore it can 
be expected that there will be no trials on human subjects without their prior consent. 
Furthermore, clinical trials are typically performed only on patients who have a real 
chance of benefiting from the experimental treatment. They receive the experimental 
treatment in cases in which no other treatment is available that is at least as good as 
the experimental treatment. This latter condition would not be fulfilled if one used the 
bodies of body-donors. But arguably this can be justified, given that they consented 
and that (arguably) no harm can be done to them anymore. 

Some authors also conceive of risks related to blurring the boundaries, as it were, 
between humans and non-humans. The species concept is controversial, as is talk of 
‘boundaries’ in this context. Nevertheless, some authors fear negative effects on the 
self-conception of organ recipients, and they are also concerned about uncertainty 
regarding the moral status of the resulting animal-human chimeras, such as the 
genetically modified pigs that produce human proteins or the humans with porcine 
organs. The status of these beings is of concern in human-centric approaches, but less 
so from a sentientist perspective. After all, this perspective holds that sentience, not 
species membership, determines an individual’s moral status. 


3.2 Harms and Benefits for Non-Humans 


According to the sentientist position, the boundaries of the moral community — those 
individuals who deserve moral consideration - do not follow species boundaries. 
Instead, all and only sentient individuals can have interests, such as the interest in 
not suffering. In other words, all and only sentient beings are subjects of wellbeing. 
Animal ethicists have argued that discounting the interests (that is the wellbeing) of 
non-humans just because they belong to another species than we do, is speciesist. Spe- 
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ciesism, according to these authors, is a form of wrongful discrimination, akin to sex- 
ism and racism. This is not to say that it is never justified to sacrifice some individuals 

for the greater good. Whether or not this is ever justified is a perennial debate in ethics. 
But the fact that we would not be willing to cause the same amount of harm to humans 

as we do to non-humans has been criticized as being incompatible with the principle 

of equal consideration of interests (Singer 1975). 

In the course of xenotransplantation research, large numbers of non-human ani- 
mals are harmed due to the way in which they are housed and treated. These animals 
suffer from inadequate housing conditions that induce behavioral abnormities, anxi- 
ety, stress and pain. Furthermore, these animals are ultimately deprived of living full 
lives, for example when they die due to housing conditions or are killed during experi- 
ments. Most must live their brief lives in a laboratory, subjected to invasive and deadly 
research. For example, experiments undertaken at the University of Munich, Germany, 
include the following: 


1. The hearts of six genetically modified pigs were transplanted into baboons. The 
baboons received immunosuppressive drugs. A special camera observed the blood 
vessels in the mucous membrane under their tongue. All the monkeys died between 
five hours and four days due to organ rejection or heart failure. 

2. Two baboons received the hearts of two non-transgene pigs in addition to their own 
hearts, resulting in a hyper-acute rejection of the new organs. The transplanted 
hearts swelled up and the animals were killed. 

3. In order to study damage caused to transplanted organs, the arms and legs of 19 
unconscious monkeys were bound. All blood was removed from their arms and legs 
and replaced with human blood. The blood vessels in their muscles were observed 
under microscope. Finally, the monkeys were killed. 

4. The hearts of four genetically modified pigs were transplanted into the bellies 
of baboons. The baboons received immunosuppressive drugs. The transplanted 
organs swelled to twice their original size and were rejected within two to eight 
days. The report does not specify whether the monkeys died or were killed (Gericke 
2.014). 


No official numbers exist, but it is estimated that more than a thousand primates have 
been used for xenotransplantation research of this kind over the past 20 years, partic- 
ularly in Europe, North America, and Russia (Schicktanz 2018). 

Does it make a moral difference whether pigs or primates are used as organ 
sources? We already saw that there are practical reasons for using pigs. But from an 
ethical perspective one can ask whether using pigs rather than primates can be justi- 
fied, and if so, how. If one only considers human interests, the mere fact that humans 
prefer pigs as organ sources would favor this choice. After all, if only human interests 
are considered, and if those are better served by using pigs, then this is considered the 
better option. However, from a sentientist perspective the issue is more complicated. 
If being used as an organ source harmed non-human primates more than pigs, this 
could justify the use of pigs according to a sentientist view. It may well be the case that 
the conditions of breeding, confinement, handling and so on are more harmful for 
primates than they are for pigs, in the sense that more of the primate’s needs would 
be frustrated under such circumstances. If this were the case, it would count in favor 
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of using pigs above primates. (One could argue that primates would be treated better 
than pigs, because breeding primates would be more expensive. But I think in both 
cases ensuring a sufficient quality of the organ is not the same as ensuring a good 
quality of life for the animal in question.) 

Some authors have argued that apes and perhaps also monkeys have a higher moral 
status than pigs and should therefore not be used. This position is incompatible with 
sentientism, which grants all sentient animals an equal moral status. Here, it is import- 
ant to distinguish between two claims: that harm to primates matters more than harm 
to pigs, even if it is the same amount of harm; and that harm to both matters equally, 
but, due to different interests, an intervention may be more harmful to one species 
than it is to another. Only the latter consideration is compatible with the principle of 
equal consideration of interests. 

It has been argued that death is more harmful for individuals that have plans for 
the future. According to such a position, death may be a greater harm for primates, 
assuming that primates tend to have more plans than pigs (Singer 2011). According to 
an alternative and more prominent view, though, the harm caused by death is not the 
frustration of desires but the deprivation of value, i.e. the amount of future welfare 
that it takes away from the individual (Bradley 2009). According to this view, if the 
individual would otherwise have had a pleasant future, death is harmful regardless 
of whether the individual had any plans or desires. Given that a chimpanzee’s natural 
lifespan is about twice that of a pig, if both animals were killed at the same age, the 
chimp would probably lose more than the pig because he would have otherwise lived 
longer. According to this deprivation view, even individuals that live entirely in the 
present — such as human babies, small children, certain mentally disabled humans, 
and certain non-humans - can be harmed by death. Thus, whether death is a lesser 
harm for pigs than for primates depends on empirical facts about their capacities, the 
relevant counterfactuals, and the correct theory about the harm of death. 


4. Moral Rights 


When evaluating actions, many ethicists consider not only harms and benefits for 
individuals but also their moral rights. In general, moral rights function as constraints 
on what can rightfully be done to someone. For example, people often appeal to the 
moral right to life in order to argue that it would be wrong to kill a person, even if this 
allowed us to use her organs to save three lives. Moral rights are often seen as pro- 
tections of the individual's basic interests. This includes sentient non-human animals, 
which also have interests. For example, all sentient beings have the interest not to be 
in pain. We already saw that it would be discriminatory to neglect or discount this 
interest just because the being in question belongs to a different species. So, non-hu- 
man animals are considered subjects of rights, and these rights form constraints as to 
what can justifiably be done to them. The notion of ‘animal rights’ refers to the rights 
of sentient non-humans. 

Ofcourse, it is not necessarily a rights violation if one suffers due to someone else’s 
actions. But authors who accept moral rights would argue that if someone kicked me 
in the face simply to hurt me, or killed me in order to harvest my organs, they would 
be violating my right to bodily integrity. There is no principled reason why sentient 
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non-humans should not have similar rights. And if they have such rights, xenotrans- 
plantation and related research is at least prima facie wrong. 

In special circumstances, one may have to choose between two unavoidable rights 
violations. If we had to choose between the death of a pig (for xenotransplantation 
purposes) and the death of a human (due to organ failure), wouldn’t the death of the pig 
be the lesser evil? If both had a right to life, what would be the right thing to do? Those 
who appeal to moral rights broadly agree that xenotransplantation is not an example 
ofa so-called lifeboat case. In lifeboat cases, one individual must be thrown overboard 
to save the other passengers because the boat is too full to carry them all — the question 
is who this unlucky person should be. But in the case of xenotransplantation, the pig is 
not in any danger until we put it there. Thus, rights views typically hold that xenotrans- 
plantation is unacceptable. A right to life, after all, does not entail that others have the 
duty to save one’s life under all circumstances. Rather, it normally entails protection 
from being killed (Pluhar 1995). 

Rights views assume that there is a morally relevant distinction between doing and 
allowing harm. For example, killing is usually considered a rights violation, includ- 
ing killing another person in order to harvest her organs to save three others. Letting 
someone die is usually not a rights violation, as in the case of letting a patient die on 
the waiting list for a transplant. This raises the question of why there should be a right 
not to be killed but not a right to be saved. One possible explanation is that rights are 
justified claims on others, and in order for such a claim to be justified, it shouldn’t 
demand too much. It is generally much less demanding for others to refrain from kill- 
ing than it is for them to save lives. In general, if I require from others that they do not 
kill me, I leave them free to choose what else to do. If, instead, I require from them to 
save my life, this may leave them with only one option. According to this view, there 
is a moral duty to save a life only in exceptional cases in which doing so would not be 
overly demanding. 

Those who accept rights views need to specify the exact rights possessed by a rights- 
holder. Here, knowledge of the basis of moral rights is helpful. Some authors base 
rights on interests, i.e. on wellbeing. If rights should protect wellbeing, this already 
suggests what rights an individual should have: for example, a right to life and to 
bodily integrity. Other authors ground rights on some form of inherent value. In that 
view, rights are meant to safeguard an individual’s autonomy or even dignity. It has 
been argued that regarding sentient beings as mere means (or close to mere means) is 
morally wrong. Along these lines, one can ask whether animal research in general, and 
genetic modification of animals in particular, entails regarding these animals as mere 
means (Parfit 2012: 212-233). 

It has been argued that for those who accept moral rights, accepting rights for all 
sentient animals should be a matter of consistency. After all, what could possibly jus- 
tify accepting moral rights for all humans but not for any non-human? For all plausi- 
ble grounds for moral rights, it holds that either not all humans qualify for rights or 
that some non-humans qualify as well. For example, if only moral agents (i.e. those 
who can act on the basis of moral principles) possessed moral rights, non-human ani- 
mals would be excluded, but so too would be human babies, severely mentally disabled 
humans, and Alzheimer’s patients. Thus, those who want to grant special protection 
to humans but not to non-humans have to face the so-called argument from marginal 
cases: the relevant capacities are not divided neatly along species boundaries. It is hard 
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to justify that individuals should be treated based on characteristics that are common 
for members of their group (for example their species) but which they themselves do 
not possess (Norcross 2004). 

Rights views, i.e. moral theories that appeal to moral rights, are typically non-con- 
sequentialist. For example, Tom Regan argues that sentient animals (above one year of 
age) are rights holders because they have a good of their own (Regan 2004). Ina similar 
but more elaborated way, Christine Korsgaard (2016) defends animal rights on what 
she takes to be a Kantian basis. Those authors, just like others who argue that animals 
have moral rights, are also passionate defenders of legal rights for animals, such as 
the right not to be killed or injured. Garry Francione (2000) grounds his animal rights 
theory on the claim that animals have the right not to be property. Those who hold that 
rights should protect interests are not convinced by Francione’s arguments, since they 
hold that animals do not have an interest in not being property, although they do have 
an interest in freedom from pain and in continued life. This is because these things 
promote the animal’s welfare, but whether or not an animal is someone’s legal property 
can only indirectly influence the animal’s wellbeing. Changing its property status is 
something that could have positive effects on animal welfare, but it is not something 
that matters to the animals themselves (Cochrane 2012). 

A consequentialist defender of moral rights, Chris Woodard (2019), recently argued 
that consequentialists should care not only about determining individual acts that 
have the best consequences but also about practices that are beneficial if enough peo- 
ple participate in them, such as respecting animal rights. This claim is based on the 
plausible empirical assumption that respecting animal rights generally has positive 
consequences, even if it may not have the best consequences in every individual case. 
According to this view, an animal’s moral right to life is itself enough reason for some- 
one to refrain from participating in an action that would lead to an animal's death. 

Rule consequentialism, a sub-variety of consequentialism, may not accept the a 
priori existence of moral rights, but it may accept rules that forbid killing innocent 
individuals, or similar. According to rule consequentialism, an action is right just in 
case it conforms to the set of rules that, if endorsed by (nearly) everyone, would have 
the best consequences (Hooker 2002). Such a set of rules could conceivably contain the 
rule not to perform invasive experiments on non-consenting sentient beings, or the 
rule not to kill. 

Most consequentialists do not accept moral rights, but they typically favor legal 
rights for sentient beings. If accepting legal rights has better long-term consequences 
than not doing so, consequentialism requires that we respect those rights. Thus, it 
might lead to better overall consequences in the long run not to assess animal exper- 
iments on a case-by-case basis but to forbid them across the board in the name of 
animal rights. Similarly, when classical utilitarians argued against discrimination 
against women and against slavery, they favored fundamental legal reforms. They did 
not argue that one should assess on a case-by-case basis whether some instance of slav- 
ery did more good than harm. Along these lines, even classical act-consequentialists 
could argue in favor of legal rights for animals. 

Sue Donaldson and Will Kymlicka’s (2011) book Zoopolis strongly influenced the 
recent discussion of animal rights in the field of Political Theory. Donaldson and Kym- 
licka accept that animals have moral rights and, based on this, they spell out which 
legal rights animals should have. The authors divide sentient animals into three polit- 
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ical categories: citizens, denizens, and sovereigns. Legal rights and duties, they argue, 
should be accorded on this basis, as they are among humans, who all have the same 
fundamental human rights but also have more specific rights based on membership 
in one of the three political categories. Thus, just like former slaves, domesticated 
animals should be accorded citizen status, a move which would be incompatible with 
using them as a source of organs. A common objection to this argument is that pigs 
cannot be citizens because it makes no sense to give them the right to vote in elections. 
However, certain mentally disabled humans count as citizens even though they do not 
have the right or capacity to vote in elections. 

One might object that, given that we routinely kill many pigs and other animals 
for food, xenotransplantation research cannot be wrong. Nearly no one needs meat, 
dairy or eggs to survive, or even to stay healthy, yet we routinely harm and kill large 
numbers of animals for these products. How could it then be wrong to harm and kill 
a relatively small number of non-humans in order to save human lives? But the mere 
fact that we harm and kill countless animals for food does not mean that it is morally 
justified. A sentientist position asks us to reconsider both novel and more traditional 
forms of animal use. 


5. Conclusion 


New technological developments are spurring renewed interest in the ethics of xeno- 
transplantation. But is continued research into xenotransplantation justified? The 
ethical debate about xenotransplantation features two main lines of argumenta- 
tion: anthropocentric and sentientist. The former focuses on harms and benefits for 
humans. The main benefits of continued xenotransplantation research are the poten- 
tial improvements to the welfare of organ recipients and their loved ones. The extent 
of this benefit is still unclear, since it depends on the quality of the organs and on the 
required public safety measures, among other things. The main costs are the opportu- 
nity costs: the lost benefits that would have occurred if scarce health care resources had 
been invested in other, more cost-effective, projects. Other costs include the various 
risks of the technology for humans, most importantly the risk of zoonoses. By contrast, 
sentientist arguments consider the interests of all sentient beings on an equal basis. 
These arguments allow for animal rights, which are meant to protect animal interests 
and function as constraints against killing and injuring animals for research purposes 
or as organ sources. 

Is xenotransplantation acceptable from a sentientist position? From a sentien- 
tist position that grants moral rights to non-human animals, xenotransplantation is 
clearly unacceptable. A sentientist position that is not based on moral rights would 
still be likely to accord legal rights to animals, which would also be incompatible with 
xenotransplantation. At the very least, according to a sentientist position, the welfare 
of non-human sentient beings would be taken as seriously as that of humans. Whether 
such a non-speciesist principle of equal consideration would be compatible with xeno- 
transplantation depends on what the consequences of all available options would be 
for the wellbeing of all concerned individuals. 
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17. Envisioning 3D Bioprinting 
scenarios of Organs ‘on Demand’ 
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1. Introduction 


The oft-cited game-changing potential of 3D bioprinting in transplantation medicine 
tends to focus on its promissory power — its capability to ‘solve’ several key problems 
associated with traditional organ transplantation and revolutionize modern medicine. 
Whilst the nascent technology could indeed have some clear benefits, it also brings 
social and ethical issues regarding its embedding in health care systems, including 
regulation, ownership and access. Organs become exchangeable alienable objects, 
subject to the market forces of supply and demand. Thereby, organ bioprinting may 
risk further commodification of our bodies, increase existing health inequalities, 
while heightening expectations and desires for ‘ideal health’. 

In the context of emerging ethical debates on bioprinting, this chapter combines 
bioethics with insights from Science and Technology Studies (STS) to explore some of 
these issues further. Building on current ethical and legal scholarship, we are particu- 
larly interested in questions regarding ownership of bioprinted organs, e.g. who would 
be entitled to a bioprinted organ, whether they could be sold, and issues of liability. 
As real-life examples are not yet available, we use hypothetical narratives as heuris- 
tics for thinking through emerging ethical and regulatory issues, in order to provoke 
questions and stimulate debate. We will argue that the ways bioprinted organs become 
classified for legal, regulatory and economic purposes has important implications, and 
must be dealt with as part of the technology’s further development and potential use 
in health care. 


2. Bioprinting: Process and Overview 

2.1 3D Bioprinting 101 

Bioprinting, also referred to as additive manufacturing (Murphy/Atala 2014), or bio- 
fabrication (Groll et al. 2016), involves the three-dimensional printing of biological 


materials: printing living human cells into desired patterns and structures. The field 
has widely been described as ‘coming of age’ (Guillemot et al. 2010), incorporating 
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regenerative medicine and tissue engineering (Mironov et al. 2011, 2003). At present, 
technical capabilities only allow for printing smaller tissues, but there are hopes and 
expectations that scientists will one day be able to bioprint whole functioning organs. 
The process involves “layer by layer precise positioning of biological materials, bio- 
chemicals and living cells” to produce functional 3D structures (Murphy/Atala 2014: 
773). An essential component of the bioprinting process is bioink (Gungor-Ozkerim et 
al. 2018), which contains a mixture of living cells and a form of ‘hydrogel’ (usually made 
from natural polymers which can be broken down once inside the body). Research- 
ers are exploring a number of different approaches for the production of these tissues, 
and a variety of different printers, bioinks, cell types, and modelling software. 

At present, two likely options exist for the types of cells used in bioprinting: dif- 
ferentiated primary cells (heart cells, lung cells, liver cells), or autologous Induced 
Pluripotent Stem Cells (IPSCs) (Murphy/Atala 2014).! The idea is that cells would come 
from the patient who is to receive the bioprinted organ. IPSCs are deemed the most 
promising, because they can be derived from adult cells but are still able to reproduce 
and develop into almost any type of cell. The bioprinting process as applied in a clinical 
setting would likely involve the following basic steps: 


1. Aphysician takes a cell sample, likely in the form of a biopsy; or this may be a simple 
skin-scraping 

2. The cells are cultured in a laboratory to produce IPSCs and reproduced and com- 
bined with other biomaterials to form the bioink 

3. 3Dimages are taken of the organ (MRI, CT scan etc.) and any faults corrected using 
modelling software 

4. The printer is programmed to print the bioink in layers into the organ structure, 
based on the model provided 

5. Possibly, the bioprinted organ is matured for a period of time in a ‘bioreactor’ 
before surgical implantation into the patient. 


Whilst this process is based on the current discussions of the state of the art, it is a 
simplified version, still hypothetical, and subject to change. It cannot be emphasized 
enough that significant technical barriers remain: keeping the cells alive post-printing, 
vascularization of the organ, timing the scaffold degradation, and scalability of the 
printing process and the materials - to name but a few (Murphy/Atala 2014). These 
technical barriers must be overcome before ‘on demand’ organ printing can be realized, 
if indeed it ever will be. 


2.2 Framing Ethical Issues 
Because the potential development of bioprinted organs is not only a technical issue, it 


is important to think proactively about the social and ethical aspects of this technology, 
including the embedding of bioprinting in health care practices. The expectations of 3D 


1 This chapter focusses specifically on IPSCs and not hiPSCs (heterologous induced pluripotent stem 
cells — taken from cell banks or donors), as their use would not remove the risk of rejection (which is 
one of the leading causes of transplant failure). However, we acknowledge that there are a number of 
ethical issues associated with using hiPSCs in bioprinting. 
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bioprinting are high, and among the numerous benefits cited are its potential to rev- 
olutionize the medical industry by removing the need for organ donation (Lewis 2017; 
Williams 2014; Savage 2017). 3D bioprinting, it is claimed, will eliminate a number of 
ethical issues around difficulties in sourcing (youth) organs, black-market organ sales, 
and the many issues associated with xenotransplantation and animal testing. How- 
ever, the science and research being conducted in 3D bioprinting is still very specu- 
lative, and as Gilbert et al. (2017) have highlighted, the overly positive and promissory 
media narratives of the technology create ethical implications of their own, especially 
for patients who need organ replacement. Against this background, we explore some 
of the ethical issues and potential risks of bioprinting, not aiming to be exhaustive or 
complete but rather to stimulate discussion. 

In an earlier article, Vermeulen and colleagues (2017) provide a horizon scan of 
ethical issues, including expectations, safety, social stratification, and ownership. 
Because the technological capabilities for bioprinting are still relatively novel, scien- 
tists are unable to provide realistic development timeframes, which means that public 
and patients’ expectations need to be managed. With regards to safety, the significant 
risks and likely irreversibility of transplanting living IPSCs into humans are still insu 
ficiently tested, and no significant long-term studies exist to date. The issue of social 
stratification (see also Kass 2012; Squier/Waldby 2005) is becoming increasingly prev- 
alent because increasing reliance on complex and expensive health solutions means 
that they are often only available to a privileged few. 

Bioprinting presents new legal challenges regarding the ownership of biological 
materials, and how we categorize them may have a significant impact on future users/ 
patients. Other issues, such as those relating to intellectual property (Li 2014; Li et al. 
2017), are also paramount because they are associated with different stages of the bio- 
printing process. Intellectual property issues extend to the software, hardware and 
biomaterials used, as well as access/ownership of the data used in the bioprinting pro- 
cess, and whether aspects of bioprinting could be patented. Finally, it is possible that 
the technology could be used for human enhancement, not just repair. The potential 
for humans to bioprint body parts with greater abilities raises a whole other raft of 
ethical issues (Boucher 2018). 

Consequently, the idea of organ printing ‘on demand’ presents risks because 
organs are seen as ‘spare parts’ rather than essential components of peoples’ bod- 
ies; they become exchangeable alienable objects, subject to the market forces of sup- 
ply and demand. Thus framed, biotechnological knowledge and innovation coincide 
with the creation of a paradigm in which every human health problem can be fixed or 
influenced. Grunwald (2007) calls this shift an increased contingency in the ‘conditio 
humana’, which highlights the need to rethink the rules and regulations by which we 
currently govern our health care practices. Bioprinting risks further commodifying 
our bodies and heightens the desire for ‘ideal health’. Other qualms include the deval- 
uation of the human body and undermining the developing health paradigms of bodily 
self-care and disease prevention; what incentive is there to take care of the body you 
have if you can just print a new one? 

The current uncertain and ambiguous status of the bioprinted organ, epistemolog- 
ically, physically and legally, creates further issues and exacerbates some of the risks 
and ethical considerations mentioned above. A fundamental question that must first 
be asked is — what is a bioprinted organ? A bioprinted organ would be simultaneously 
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alive, not alive and capable of giving life; it would be natural and artificial, separate and 
embodied, human and thing. It is a “boundary crawler” which disrupts the “conven- 
tional boundaries and identities of biological forms and categories [...] sitting ambigu- 
ously in between those entities that we tend to conceptualize as human subjects and as 
non-human objects” (Metzler/Webster 2011: 649). It is therefore not clear what form of 
categorization we are using when we talk about bioprinted organs. 

A bioprinted organ could be understood through the lens of ‘bio-objects’ (Vermeu- 
len et al. 2012; Tamminen/Vermeulen 2019). The common theme in the bio-objectifi- 
cation process involves transforming biological material to produce data or materials 
that are intentionally different or ideologically separated from the original thing. This 
lens assists epistemologically and shows how the problem of classifying bioprinted 
organs makes it difficult to fit them into current regulatory frameworks. Determining 
how a bioprinted organ is classified will determine its regulation, its legal status and, 
to an extent, the ethical issues it raises. This becomes particularly clear in discussions 
of the ownership of bioprinted organs — e.g. how to deal with testing and liability - 
and of data protection and counterfeiting. 

Whilst from an ethical perspective our theoretical approach may be viewed as an 
account of justice - and much of our analysis could be understood through a justice 
lens — we do not write as bioethicists but as social scientists. Our methods simply aim 
to open up questions for debate, using hypothetical scenarios as a way to initiate dis- 
cussions. 


2.3 Using Hypothetical Scenarios 


Many traditional science and technology studies (STS) methods and frameworks prove 
rather difficult to apply to future technologies that are still under development, such 
as bioprinting. STS often focuses on the here and now: studying laboratories, work- 
shops, companies and publics, with scientists, engineers and users. When discussing 
emergent technologies, we need conceptual tools that allow us to conceptualize what 
is to come (Stilgoe et al. 2013). Consequently, we have chosen to combine methods from 
bioethics and innovation studies to create hypothetical scenarios, which we will then 
use as a starting point for focused discussion of the regulation of bioprinted organs in 
health care practices. 

Foresight practices are tools that are increasingly used in business and policy-mak- 
ing (see Popper 2008). Two main foresight tools are horizon scanning and scenario 
planning, which are best used in conjunction to obtain both breadth and depth (Rowe 
et al. 2017). Horizon scanning presents a brief account of a broad range of issues, using 
creative processes designed to alert relevant parties (Amanatidou et al. 2012; Van Rij 
2010). In contrast, scenario planning tends to focus on one issue and examine it in 
great depth (Wilkinson 2009). A related practice that is often relied on in bioethics are 
‘thought experiments’ and ‘what if? scenarios (Hedgecoe 2004; Swierstra et al. 2009). 
A well-known example of this was Thomson’s (1971) thought experiment regarding a 
famous violinist being plugged into a woman’s body to use her organs, as a means of 
illustrating and exploring notions of bodily rights. However, principlist bioethical 
arguments have been criticized by bioethicists and social scientists for their over-re- 
liance on abstraction; the arguments are based on moral principles that do not nec- 
essarily reflect the social and medical realities of everyday practice (Hedgecoe 2004; 
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Petersen 2013; Keulartz et al. 2004; Smits 2006). However, that is not to say that these 
thought experiments cannot still be extremely useful, as is also shown in the STOA 
report presenting bioprinting to European policymakers (Boucher 2018). 

Our study draws upon a more pragmatist version of scenarios, presenting short 
narratives that are grounded in the social realities of our existing world and within the 
context of a particular setting, focusing predominantly on UK and US perspectives. 
We have devised three narratives/scenarios which can be used as heuristics for stimu- 
lating thinking, analysis and debate about the issues associated with bioprinting. We 
find that the use of stories can be particularly helpful in situations like this, where real- 
life examples are not yet possible. The ‘hypothetical’ signifies this speculative character, 
while we use scenarios that are especially designed to raise questions, provoke discus- 
sion, and engage readers and audiences. 


3. Exploring the Legal Landscape 


During the preparation stages for your heart transplant, the hospital bioprints two hearts 
from your tissue — a contingency should there be surgical complications (damage or error to 
the first replacement heart). This is common practice because widespread use of 3D bioprinted 
hearts for transplantation is reasonably new. The operation goes smoothly; you now have a 
bioprinted heart in place of your old one. What happens to the spare bioprinted heart? Do you 
have rights over it? If the hospital were to damage or lose it, would you have recourse to get it 
back? 

Investing property rights in human beings is one of the most contentious issues 
amongst bioethicists and legal scholars, because of its close alignment with commodi- 
fication of the human body. This debate is inherently bound up with how 3D bioprinted 
organs will be treated from both regulatory and commercial perspectives — as (parts 
of) a human, or as something else? Understanding the nature of bioprinted organs can 
be both useful and necessary to figure out how to classify them. Until they are classi- 
fied, it would be extremely difficult to determine how to regulate, and what rights to 
attach to, bioprinted organs. The above scenario provides us with a means to explore 
notions of ownership over human biomaterials. What must be determined here is who 
owns the actual organ — not the printer or the rights to the software, but the tangible, 
material thing. 

Bioethicist Leon Kass points out that we can, do and should “distinguish among 
that which is me, that which is mine, and that which is mine as my property” (2002: 190). 
Although this distinction may seem obvious, it is in fact not so clear-cut as a result of 
emerging biotechnologies. My bioprinted heart is ‘me’ in the sense that it is literally 
made from my own cells; but, whilst the bioprinted heart that resides inside my body 
is undoubtedly “mine”, can it (and the spare heart) be understood as “my property”? 
Quigley (2014: 692) asserts that one of the distinctive characteristics of property is that 
the owner has a right to exclude it from others, or in other words ‘if I own a particular 
item, you (and everyone else) are under a prima facie duty not to interfere with my use 
of it’. This distinction is fairly self-evident for the bioprinted heart that has been trans- 
planted, as most would agree that everyone is under a duty not to physically interfere 
with my use of my heart. But what about the spare? 
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In the UK context, the Human Tissue Act 2004 governs the use, retrieval, storage 
and disposal of human biomaterials. The Act also prohibits any commercial dealings 
for transplant purposes; however, biomaterials such as cells and tissues that are not 
removed for the purposes of transplant are not governed by this prohibition (ibid.: 679). 
This means that third parties, usually researchers or biotechnology companies, are 
legally permitted to sell tissues and cells, although “the individuals who are the source 
of those biomaterials cannot” (ibid). This double standard has already been pointed out 
(Kass 2004; Rostill 2014) because it appears that we do allow commercial ownership 
and trading of human tissues by third parties, we just deny those rights to the original 
owner. Legal possession of body parts, even by third parties, can be understood as 
a type of “transient guardianship” (Lucassen/Wheeler 2010: 190) because it can only 
be owned and sold by medical professionals and researchers in specific ways and for 
specific purposes. Nevertheless, we are yet again confronted with a problem of cate- 
gorization: Is the bioprinted organ to be treated as a natural organ, which therefore 
could not be sold? Or should it be classed as a mass of tissues and cells, and thus open 
to commercial dealings? 


5.1 The “Landmark” Legal Cases 


A useful starting point on the ownership of human biomaterials is the US Ruling 
of Moore vs. Regents of the University of California. The case involved a cell line, 
derived from the spleen of John Moore. After years of treatment for Leukemia, which 
involved taking his spleen and subsequent tissue samples, Moore’s Doctor and hospi- 
tal researchers patented and commercialized Moore’s cell lines - which proved highly 
lucrative — without his knowledge or consent (Harbaugh 2015). Moore sued the hospi- 
tal for a share in the profits, but the Court ruled against him on the basis that allowing 
patients to dictate future uses of their biomaterials would produce potentially “chill- 
ing” effects on medical research (ibid: 175). This ruling is often interpreted as in line 
with the “Lockean labor” (ibid) theory: the scientists and medics involved would have 
“labored” (ibid) to assemble the materials — in the case of bioprinting to make the organ 
- which would therefore give them ownership rights. However, Quigley (2014) notes 
that this US case cannot necessarily have a direct influence in the UK or elsewhere but 
can merely indicate how claims about commercial property rights in organs may be 
treated. 

In the realm of reproductive tissues, the legal scene appears very different. In the 
US case of Davis vs. Davis, which aimed at determining what should be done with 
cryopreserved embryos, the courts determined that “the embryos ‘potential for human 
life’ entitled the genetic parents to ‘decision-making authority” over them (Harbaugh 
2015: 177). In this case, the argument for personal autonomy triumphed. In the UK, a 
similar case came before the courts, in which Natallie Evans requested the right to 
implant embryos that she had made with her previous partner (Dyer/McVeigh 2007). 
Both UK and EU courts sided with the rationale of personal autonomy, ruling against 
her and granting her partner the right to refuse the use of his materials. Many legal 
battles regarding the ownership rights of fertilized embryos result in the would-be 
parents being declared legal owners of the embryo. They therefore have the ultimate 
right to decide its uses (destruction, research or donation), even though clinicians 
have ‘labored’ to create them. Some legal scholars suggest that even though the cases 
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of Moore and Davis are apparently contradictory, they can be reconciled on the basis 
that embryos have a different status to spleens, due to their “potential for human 
life” (Harbaugh 2015: 187). This raises the question of the status of a bioprinted organ. 
Although the similarities between an embryo and a bioprinted organ are fairly clear 
- they are both new things made from patients’ cells - both must be manipulated by 
doctors to achieve existence, both are made using advanced technologies, and both 
are imbued with a great deal of promissory value. The key difference is that, because it 
can grow into a human, the embryo has the potential for personhood rights, whereas 
a bioprinted organ does not. Despite difficulties in categorizing bioprinted organs, we 
doubt anyone would attempt to argue that it had the potential to be a ‘person’. The bio- 
printed organ could therefore be seen as not ‘life-generating’ but merely life-sustaining, 
and so would be unlikely to be granted special status. That is not to say, however, that 
it should not be granted special status. 

Our last foray into legal scholarship takes us to a ‘landmark’ UK court case with 
regards to ownership of human biomaterials (Rostill 2014; Quigley 2014; Hoppe 2009). 
The Yearworth case involved a number of men who had stored their sperm with an 
NHS trust prior to undergoing chemotherapy, which can cause infertility. However, 
the facility stored the sperm incorrectly and the sperm perished. The donors subse- 
quently sued the NHS trust for negligence, arguing their case on the basis of property 
rights, and the courts ruled in their favor. This marks the first time that a tissue donor 
has been recognized as having property rights over their biomaterials (ibid). Hoppe 
(2009) argues that this ruling can be understood as the UK courts paving the way for 
property rights to be recognized in any tissue removed from the body. However, a 
number of other legal scholars refute this (Harmon 2010; Rostill 2014), arguing that 
the case in question is not quite the bellwether of change that it is often purported 
to be. The specificity of the case and its context would not necessarily extend to other 
biomaterials, such as bioprinted organs. 


3.2 Managing Body Ownership: How Would it Work? 


Having ascertained the uncertainty of the legal landscape with regards to property 
rights in human biomaterials that have been separated from the body, the next ques- 
tion is whether one should have such property rights. If yes, then under what circum- 
stances? Quigley (2014: 692) suggests that philosophical conceptions of property have 
“use” and “control” as their key features, two features which would allow people to 
derive income from these uses. As we have already established, the people from whom 
the biomaterials originated rarely have this right, even though third parties are per- 
mitted to do this under the Human Tissue Act. Fears of commodification and undue 
restrictions on medical research are the key drivers of this policy, although it has been 
noted that granting powers of control over uses does not mean that commodification 
would be rife. It would not be inconceivable to devise a system in which donors would 
be able to own and control the uses of their biomaterials without having the right to sell 
them. Under the current system, property rights are not “unfettered” (ibid), even when 
dealing with traditional objects of property. For example, prescription drugs provided 
to you by your general practitioner (GP) are technically yours, but they are not yours to 
do with what you want as it is illegal to gift or sell them to others. Thus, just because 
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you own something does not mean that you are necessarily allowed to derive income 
from it, or use it in whichever way you please. 

Having delved into some of the legal arguments about where we stand with own- 
ership of biomaterials, the purpose of this exercise is to ascertain what, if any, control 
one might have over a bioprinted organ. Although a bioprinted organ will have been 
made from your cells, they will have undergone a significant amount of transformation 
in order to be printed into a functioning organ. Would this give your doctor the right 
to determine uses, as with the ‘Lockean labor’ theory used to underpin the Moore case? 
Would ownership rights only extend insofar as the hospital had a duty of care over 
your organ, as seen in Yearworth? Or would the fact that it was made from you mean 
that you could circumscribe its uses, as with the autonomy arguments put forward in 
reproductive tissue cases? In the latter case, one might also pose the question, what (if 
any) restrictions will there be on what you can do with the organ? These questions point 
to significant gaps in our current understandings about what control we have over our 
tissues, and how these gaps might be exacerbated in a hypothetical world in which we 
could bioprint spare body parts from a tissue sample. The substantial grey areas and 
uncertainties would suggest that the rights of each party in the bioprinting process 
must be established a priori. 


4, Regulation, Safety and Liability 


Imagine you are a year along from the bioprinted heart transplant you received previously. All 
is well, and your bioprinted heart appears to be functioning much the same as your previous 
one. But then you start experiencing problems. A fault is subsequently detected that may prove 
fatal if not addressed; your heart specialist concludes that it must be replaced. It is currently 
unclear what has caused the fault, but the medical professionals believe that a replacement bio- 
printed heart would be the best course of treatment, and that they may be able to understand 
the reason for the fault post-surgery. You agree, and a new heart is bioprinted prior to the sec- 
ond surgery, which is implanted without issue. You have now undergone two surgeries, which 
both involve significant recovery time. When something goes wrong, and a bioprinted organ 
fails, whose fault is it? Is there someone to blame? Can it be prevented from happening again? 

The legal definition and treatment of a bioprinted organ is still unclear. Should it be 
treated as we would currently treat a donor organ? As Gilbert et al. (2018) have pointed 
out, this would be inappropriate because a donor organ has already been proven to 
work in its previous owner’s body. Under the current regulatory regime, the bioprinted 
organ must therefore be treated as either a product or a device. However, no scholars, 
as yet, have provided any serious suggestions as to how 3D bioprinted organs might be 
regulated. Some authors have examined the current system and raised serious ques- 
tions about the ability of our existing regulations to deal with 3D bioprinting (Wolf/ 
Fresco 2016; Li/Faulkner 2017; Gilbert et al. 2018). Similar concerns have been raised 
about personalized and/or regenerative medicine products (Faulkner 2016; Faulkner/ 
Poort 2017). 

Gilbert and colleagues (2018), have focused on the ethics of testing this type of 
technology. Pointing at an acknowledged lack of available regulatory directives, they 
argue that the treatment can be understood as “part medical device, part biological” 
(ibid.: 85). It does not fit neatly into any category because it is an inherently personal- 
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ized treatment that would need to be scaled up on an industrial level to meet the needs 
of a variety of different patients (ibid). It is also problematic because a bioprinted 
organ is not intended to treat any specific disease; a recipient’s problems may arise 
from an assortment of different diseases, genetic problems, and environmental fac- 
tors. Furthermore, the safety and efficacy requirements that have come to be expected 
in contemporary medical care would be extremely difficult to meet through our exist- 
ing frameworks. As Wolf and Fresco (2016) point out, the output of a 3D bioprinter con- 
tains information and materials from multiple different sources. The bioink, the cells, 
the programming software, the scan/image on which the organ will be based, and the 
bioprinter all come from different people and places. 


4.1 Current Regulatory Landscape 


Under the EU regulatory system, the European Medicines Agency (EMA) controls 
and provides directives on the regulation of various types of product. At present, the 
regulation of Advanced Therapy Medicinal Products (ATMP) would likely be the most 
relevant to bioprinting. The ATMP regulation was originally introduced as a result of 
the increasingly diverse forms of product that do not fall into the drug or device cat- 
egory. Brevignon-Dodin (2010: 121) highlights that it was designed to be “tailored yet 
flexible enough to keep pace with scientific progress”, although some have questioned 
whether this has been successful (see also Faulkner/Poort 2016). The EU provides the 
overarching regulation and individual countries may have their own authorities which 
have further requirements. In the UK context for instance, the two relevant authorities 
are the Human Tissue Authority (HTA) and the Medicines and Healthcare Regulatory 
Agency (MHRA). Thus, in order to get market approval in the UK, a bioprinted organ 
would need to comply with requirements of EU regulation for ATMPs, along with those 
set out by the HTA and MHRA. 

Examining the existing regulatory regime, a number of scholars highlight its 
complexity and variability. According to Faulkner and Poort (2017), the ATMP reg- 
ulations were supposed to be radically different from existing directives, namely in 
its flexibility for including a variety of different products. However, as a result of a 
combination of factors and the instrumental role of “pharmaceutical industry lobby- 
ing” (ibid.: 215), the resulting ATMP regulation is remarkably commensurate with the 
existing requirements for pharmaceuticals, such as the requirements for placebo-con- 
trolled clinical trials. The imposition of a pharmaceutical frame on ATMP regulation 
effectively encourages the regenerative medicine industry to produce products that 
fit a “medicines’ rather than a ‘devices’ paradigm” (ibid.: 226). Faulkner’s analysis of 
the marketing of regenerative medicine in the UK shows that there is a tendency for 
developers to choose “non-mainstream gateways to market in preference to central 
pathways” (2016: 322). These include the ‘hospital exemption’ and the ‘specials’ routes, 
which are two separate but similar pathways for bypassing EU regulation, so that unli- 
censed products may still be delivered in a clinical setting, provided they are ‘non-rou- 
tine’ (Mittra et al. 2014). Significantly, the fact that several ATMPs must go through 
exemption’ routes would suggest that the ATMP regulation is not quite as flexible as it 
is purported to be. 

Li et al. (2017: 4) assert that a bioprinted product has “the characteristics of an 
ATMP and some similarity to an ATMP-device combination”. However, according to 
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the flowchart provided by the UK government (2015) to help developers understand if 
their product would fall under ATMP regulation, a 3D bioprinted organ would be con- 
sidered ‘outside the scope’. But what about regulating bioprinted organs as devices? 
Faulkner (2016) suggests that an increasing number of tissue-engineered products are 
being designated as medical devices by developers, because the regulatory pathway 
is seen as less stringent than the ATMP/pharmaceutical route. However, the medical 
device route would not be without complications either, as Morrison et al. (2015) note 
that the customized nature presents further challenges. Still others, such as Gilbert 
et al., suggest that because 3D bioprinted organs are “individualized, custom-made 
devices” (2018: 85) (because each organ would be personalized for each patient), under 
current rules they would technically be exempt from regulation. Therefore, we are ina 
position where all commentators on 3D bioprinting disagree on how it would be regu- 
lated, and whilst most point to the inadequacy of our current system for dealing with 
these technologies, it appears that few alternative ideas are forthcoming. 


4.2 Problems of Testing and Standardization 


Whilst some scholars have speculated about how 3D bioprinting will be regulated 
under the current system, one of the key concerns remains how it would be possible 
to meet our existing requirements for clinical testing. The existing gold standard 
for testing safety and efficacy is the randomized controlled trial (RCT), in which one 
group is provided with a placebo treatment (or the current best treatment) in order to 
comparatively determine a treatment’s efficacy. Because this is the existing practice 
for regulatory approval, it raises questions as to how appropriate this paradigm is for 
testing emerging biotechnologies (Gilbert et al. 2018). One of the reasons 3D bioprint- 
ing seems so promising is the fact that it can be personalized, which means that this 
testing model would be highly inappropriate. Furthermore, as Gilbert et al. point out, 
“how could it be morally acceptable, given the severe risk of major harms, to test the 
safety of an organ which has been specifically made for me with my own stem cells 
on someone else?” (ibid.: 82). This question certainly merits further attention from 
bioethicists, policymakers, and clinicians alike. The unique nature of each bioprinted 
organ, and its function in different individuals, is not necessarily something that can 
be standardized to the extent that we currently demand. 

The requirement for animal testing in the preclinical phase of any trials would need 
to be met before any further testing could be carried out. In their analysis of the reg- 
ulation of cultured red blood cells, Mittra et al. (2014: 186) have noted that there were 
significant issues with the animal testing phase. Similarly, the use of animal cells com- 
bined with bioink in animal models would not constitute the same product as using 
human cells. Whilst it would theoretically be similar, there may be doubts as to the 
extent that we can compare them effectively for safety and efficacy purposes. Alter- 
natively, testing human cells that have been bioprinted into organs in animals would 
trigger an immune response in the receiving animals which would likely not occur in 
humans, so the findings would be flawed in those circumstances too. As Mittra et al. 
(2014) assert, this problem has been noted with other regenerative medicine products 
and is one that the European regulatory system has yet to resolve. Whilst the bioinks 
and the composite materials that are combined with the cells to make the organ could 
be tested and likely standardized, the personalized nature of the individual organ and 
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the physical characteristics would make any type of product standardization very dif- 
ficult. This means that the safety of the product/organ cannot be assured because there 
can be no standard by which it is measured. 

However, it has been noted that even if the actual product faces standardization 
issues, the process in which a 3D bioprinted organ is produced may adhere to a stan- 
dard process — in terms of the software, the use of the bioprinters, and the creation of 
the bioinks and their infusion with cells (Gilbert et al. 2018). Nevertheless, when and 
if researchers reach the point of human testing, the ethical considerations of testing 
the transplantation of bioprinted organs on healthy volunteers seem positively absurd. 
How could one possibly justify replacing a healthy organ with a bioprinted one to 
ascertain the safety of the process in other individuals? Should the first 3D bioprinted 
organs then be tested on those who are already sick? And how could we use a placebo 
group or next best treatment? Gilbert et al. (2018) point out that existing gene thera- 
pies, where biologically engineered cells are injected into the body, have similar issues 
of efficacy and safety that have been described above. However, unlike gene thera- 
pies, 3D bioprinted tissues would have to replace an existing organ, which could not 
be adequately preserved, thus making the process irreversible. Therefore, Gilbert and 
colleagues note that participation in an experimental trial of a 3D bioprinted organ, if 
unsuccessful, may preclude patients from accessing further existing treatments, thus 
further disadvantaging them. In addition, it may also prove difficult to undertake lon- 
gitudinal studies of the safety and efficacy of bioprinted organs. The likely use of IPSCs 
as the building blocks for the bioprinted organ may mean that we cannot truly under- 
stand its safety until longitudinal studies are completed. Take, for example, the case of 
a woman who had stem cells injected into her face as a cosmetic treatment, and, some 
time later discovered fragments of bone growing in her eyelids (Jabr 2012). Or another 
case, which involved a quadriplegic woman who underwent stem cell therapy in her 
back, as part of an approved clinical trial, and 8 years later discovered a ‘nose’ (which 
was in fact a growth of nasal tissue secreting mucus) growing on her spine (Wilson 
2014). The issue with IPSCs is that they have the ability to grow into numerous differ- 
ent types of tissue. It is worth noting that in the same clinical trial mentioned above, 
the majority of other participants saw improvements, and recovered some movement 
and sensation, thus highlighting the individual variability of stem cell therapies and 
our limited understanding of them. We also acknowledge that there is a significant 
ethical difference between stem cell therapies for cosmetic reasons and those carried 
out for life-saving treatment, but the examples above are merely intended to demon- 
strate the current lack of knowledge about the long-term effects in this area. 

The consequences of a nose growing on one’s back, or a bone at the surface of one’s 
skin, whilst not ideal, have not yet proven fatal. However, what if a fragment of bone 
was to grow inside a vital organ? This scenario raises the need to address our current 
problems with emerging biotechnologies and how we test and manage them. We need 
to develop new regulatory regimes for the testing of bioprinted organs, which pays 
attention not only to the actual thing at the moment of creation/medical intervention, 
but also to sustainability. 
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4.3 A Look at Liability 


Alongside issues of regulation and testing, is necessary to determine responsibil- 
ity and liability when things go wrong. As Wolf and Fresco (2016) highlight, prior to 
implanting a bioprinted organ into a patient, who would have the final say as to its via- 
bility? And should anything go wrong post-implantation, will it be possible to establish 
what or who is at fault? If you receive a heart transplant from a donor and the heart 
malfunctions (i.e. you get an infection or there is physiological damage), you do not 
have recourse for litigation against the donor. However, if you have a pacemaker or 
another similar medical device in the UK and a malfunction is proven to be the result 
of manufacturer error, under the Consumer Protection Act 1987 you would have the 
right to take the manufacturers to court with a product liability claim. Furthermore, 
in the US, an increasing number of medical device manufacturers are beginning to 
provide guarantees on their heart devices in order to entice hospitals to use their prod- 
ucts (Kelly 2015). If this trend continues, warranties for medical devices and products 
might become more commonplace. This further increases the regulatory complexities 
of bioprinted organs because their classification may have ramifications for any liabil- 
ity claims. Because they are artificially made, the reason for any malfunction may exist 
independently of the patient; nevertheless, it is unclear whether a bioprinted organ 
would be considered a ‘product’ for the purposes of law. Li and Faulkner (2017) high- 
light the difficulties of fitting bioprinting into existing regulatory regimes, and our 
analysis of bioprinted organs underlines those difficulties. 

Faulkner and Poort have asserted that there are two types of regulatory adaptation; 
“commensuration”, which involves “the stretching and maintenance of a pre-existing 
legal framework”; and “replacement”, which requires the “breaking of existing clas- 
sifications and establishment of a novel regime” (2017: 209). In their analysis of the 
ATMP regulation, they conclude that although the stretching and flexibility of existing 
regulation may seem the most pragmatic, it may produce further confusion and com- 
plications. Having a flexible regulatory framework risks a lack of clarity of the rules 
and standards. However, as Faulkner and Poort state, considering the rate at which 
new developments are made, we must certainly doubt whether “old rules” are capable 
of addressing the “new risks” (ibid.) that come with new forms of biotechnology. Bear- 
ing in mind that the usual starting point for legislators is to investigate whether new 
technologies can fit into the existing regulatory framework, our discussion suggests 
that it is likely 3D bioprinted organs will not. 


5. The Dark Side: From Black Markets to Counterfeits? 


Imagine a world where bioprinters are available to purchase at a reasonable sum and can be 
used in a do-it-yourself (DIY) context to print organs on demand. Although in some countries, 
organ bioprinting would perhaps be available through national health services, there are 
many countries worldwide where the cost of treatment is not provided by the state. With the 
right skills, expertise and equipment, the less lawfully inclined can open up an illicit organ bio- 
printing workshop, where the uninsured, undocumented and vulnerable are able to purchase 
custom bioprinted organs much cheaper than from legitimate sources. In these workshops, 
there are no regulatory requirements, tests, guarantees or responsibility regarding the safety 
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or build quality of these organs. Just as some doctors and hospitals worldwide still implant 
stolen organs, will this also be the case for ‘counterfeit’ bioprinted ones? Will the black market 
in organs ever really disappear, or will it simply transform, reshape and adapt to exploit the 
vulnerable in new ways? 

One of the problematic, but widely cited, benefits of 3D bioprinting technology 
is that it promises to solve the problem of illegal trade in human organs (Li 2014; Li/ 
Faulkner 2017; Gilbert et al. 2018). The logic behind this is that if we can bioprint new 
organs, the current issues of supply and demand will disappear, eliminating organ 
trafficking altogether. However, whilst aspects of the current market may become less 
prevalent, the assertion that the black market or illegal trade of organs will disappear 
may be somewhat premature. We suggest that it is more likely that the advent of 3D 
bioprinting may simply contribute to changing this trade’s format, altering its pro- 
cesses, but nevertheless still hurting those amongst us with least access to resources. 

Beyond notions of supply and demand, common themes amongst scholars regarding 
the black market in human organs (Cohen 2013; Scheper-Hughes 2000) are inequality 
and exploitation. Just because we may have the power to solve one specific problem 
does not mean that inequality and exploitation will disappear. As suggested above, 
there are other ways that this inequality might manifest in a world where we can bio- 
print body parts. The cost of equipment may turn out to be cheap, but the product may 
be very expensive — because the cost of production and the cost of sale do not always 
have a direct correlation, and also vary per country. For example, according to Cohen 
(2013:282) the average yearly cost of an immunosuppressant regimen for someone who 
has received a kidney transplant in the US is approximately $20,000 per year. However, 
according to an NHS England (2013) report, the cost of providing the same service in 
the UK is £5,000 per year. Considering the disparity in health care costs of drugs, and 
the complexity of bioprinting and variety of expertise required, it would not be incon- 
ceivable that the cost of a bioprinted organ may be so high in some countries that it 
would lead to medical tourism. This also depends on whether a bioprinted organ is 
available from national health care services, private insurance companies, neither, or 
both. 

This scenario also raises questions about who should receive a bioprinted organ, 
and with what priority. For example, what about patients who have already received 
donated organs? Should they be entitled to have their ‘second-hand’ organs replaced 
with ‘self-grown’ organs? And existing living donors? For people who have altruisti- 
cally donated a kidney, should they be entitled to have a new spare bioprinted one in 
the space where their donated one was? Whilst we are not suggesting that the answer 
should be ‘no’ to any of the above questions, these factors would nevertheless pose 
extra strain on an already strained health care system, and the advent of a new tech- 
nology will not magically make these issues disappear. ‘Transplant tourism’ (Cohen 
2013; Scheper-Hughes 2005) may well still persist, but in a different format - perhaps 
more aptly transformed into ‘implant tourism’ where people in need of new organs 
shop around and travel to where the wait time for implanting a bioprinted organ is 
lower and the price is cheaper. 

Linked to this problem is a fundamental question: should bioprinted organs be 
considered a profitable technology or part of standard medical care? As appears to be 
the common theme, how a bioprinted organ is classified will have a significant impact 
on its use, and the associated issues. If it goes the ‘pharmaceutical route’ and is con- 
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sidered patentable and profitable (Li 2014; Harbaugh 2015), then counterfeiting may 
become a genuine issue. There is already a booming trade in ‘knock-off’ prescription 
drugs, and these pharmaceutical counterfeits are one of the most lucrative areas in the 
global economy of counterfeit goods (Behner et al. 2017). It has even been suggested 
that “more than half the counterfeit pharmaceuticals sold today are fraudulent ver- 
sions of treatments for such life-threatening conditions as malaria, tuberculosis, HIV/ 
AIDS, and even cancer” (ibid: 5). Considering the prevalence of this problem, it may 
seem somewhat surprising that the majority of reflections on the ethics or social con- 
sequences of 3D bioprinting appear to dismiss the possibility of counterfeiting as a 
problem. In fact, Li and colleagues (2017) appear to be the only scholars thus far that 
have taken counterfeiting seriously. We would contend that the risk of counterfeit- 
ing would be linked to bioprinting’s treatment with regards to intellectual property, 
including whether the technology can (or indeed should) be patented. 


6. Conclusion 


The uncertainty surrounding the classification of bioprinted organs that has been out- 
lined here becomes inherently entangled with problems of regulation and intellectual 
property, which are in turn bound up with the legal definition of bioprinted organs. 
New ways of thinking about bioprinted organs, either as bio-objects, or using another 
theoretical lens, may be required to determine what new regulations or legal rights, if 
any, need to be introduced. Being not fully human, nor fully artificial, but biological 
material inherently connected to a person, the bioprinted organ and its treatment fall 
outside our current categorization boundaries. 

By means ofa legal scenario, we have highlighted that the ownership ofa bioprinted 
organ is not clear-cut due to its ambiguous status, and legal scholars have yet to deter- 
mine how it should be treated or if changes must be made. Looking at regulation, we 
have suggested that rather than follow a ‘commensuration’ model, new purpose-made 
regulation may be required to govern bioprinted organs. Just as new laws and reg- 
ulations were introduced with the advent of organ transplantation, the same may 
be needed for bioprinted organs. Looking at testing, the RCT model of clinical trial 
appears inappropriate for the testing of bioprinted organs because both the ethical and 
practical considerations would make it extremely difficult. And considering the vast 
potential for harm caused by errors, the software (i.e. the modelling programs used by 
bioprinters) should meet stringent standards to prevent any glitches or security con- 
cerns. How this technology is controlled and made available also creates further risks; 
ifit is only made available at a high cost, it may not solve the organ shortage as easily as 
it is claimed. The way that this technology is treated for legal, regulatory and economic 
purposes will have important social and ethical implications and must be dealt with as 
part of the technology’s further development and potential use in health care. 
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18. Considering the Role of Public Health 
Organ Shortage, Global Justice, 
and the Paradox of Prevention 
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1. Introduction 


What are the chances that a 13-year-old child with end stage renal disease (ESRD) will 
undergo a kidney transplant, or at least be treated with dialysis? Sadly, the answer 
is not only clinical but also sociological in nature, deeply rooted in economic, polit- 
ical, and social structures. If, for example, this child lives in a lower- or middle-in- 
come country, her chances of being diagnosed in time to receive such care are low 
(Muralidharan/White 2015; Muller 2016). However, if this child was born in a Scan- 
dinavian country, she would have a good chance of receiving a transplant that would 
lengthen her life by many years. 

The gap between organ demand and available supply, even in countries where it has 
been reduced slightly in recent years, is abysmally large. Patients across the globe die 
every day awaiting a needed organ. In the United States, for example, a significant dis- 
parity between organ supply and demand remains, even as a record number of trans- 
plants have been performed. Data from early 2020 provided by The United Network 
for Organ Sharing indicates that 112.605 Americans are in need of an organ transplant. 
But in 2019 there were only 39.718 successful organ transplantations (from both living 
and dead donors). Supply is not meeting, nor will meet, demand (UNOS 2020). 

We all know that health disparities exist. In transplant medicine, however, dispar- 
ities and equity are generally discussed by bioethicists in terms of access to transplan- 
tation for ESRD and other chronic health conditions that lead to transplant. In this 
paper, we show why transplant bioethics alone cannot solve many of the problems fac- 
ing transplant medicine, and we turn instead to public health for answers. In general, 
public health employs policies of prevention to address conditions before they develop 
into chronic or fatal diseases. We believe there is an unmet need to discuss preven- 
tion in the context of organ transplantation and to explain how public health ethics 
approaches could both contribute to reducing the organ shortage and provide moral 
guideposts for such an approach. As public health practitioners, we also believe our 
moral obligation is to assist those with inherited, chronic, and acute conditions before 
transplants become necessary. Thus, in this paper we argue that the field of transplant 
medicine will be better able to address its challenges if it incorporates prevention 
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modalities and public health ethics into an overall approach that seeks to reduce the 
costs and health burden of diseases associated with the need for organ transplant. 


2. Background: Public Health Ethics 


Public health emerged as an organized discipline during the 19th century with the 
goal of improving the health of the nation (Porter 1999; Berridge/Gorsky/Mold 2011). 
While its initial interests focused on infectious diseases, sanitation, and hygiene, over 
time, its scope has grown to include health promotion and address the rise of chronic 
diseases and health inequalities. Yet, emerging and re-emerging infectious diseases 
- from HIV to SARS to SARS-CoV-z - constantly remind us that the battle against con- 
tagious diseases is far from over. In many parts of the world, the ‘double burden’ of 
both infectious and chronic diseases imposes a growing burden especially upon low- 
and middle-income countries, which have limited resources and struggle to meet the 
challenges of long-existing problems associated with infectious diseases and the rapid 
rise in cardiovascular diseases, diabetes, cancers and obesity-related conditions (Byg- 
bjerg 2012). 

Furthermore, low- and middle-income countries are also burdened by the interac- 
tion of poverty, scarce health-related resources, and a high burden of chronic disease. 
For example, according to estimates from the Global Burden of Disease study in 2015, 
globally more than 2 million people died in 2010 because they had no access to dialysis, 
mostly among the poor (Crews/Bello/Saadi 2019). Such statistics point to a major crisis 
of chronic kidney diseases (CKD) globally, including the uneven distribution of CKD 
among poor people. A public health approach can broaden the discussion to include a 
focus on prevention efforts, which are a less costly and more sustainable approach to 
the transplantation crisis. 

It should go without saying that this is not a solution for many patients currently 
in need of and waiting for organs. It is, however, about the need to include a public 
health perspective to improve investment in programs that seek to reduce the burden 
of disease in conditions ranging from diabetes to cirrhosis to hypertension — in order 
to alleviate the downstream need for transplantation itself. A public health approach 
is beneficial because it adds to quality of life, it is easier and less costly to accomplish 
than cure, and it reduces health inequalities. Take the example of diabetes: it can lead 
to CKD, and primary prevention campaigns targeting populations at-risk for diabetes 
may have the beneficial impact of preventing diabetes itself and thereby reducing the 
further downstream need for organ transplantation. We would rather approach pop- 
ulations this way, instead of treating those with high rates of chronic kidney diseases 
(which are significantly more prevalent in low socioeconomic groups) and can lead to 
end stage renal failure and alter organ transplant (especially in low-socioeconomic 
populations) (Nicholas et al. 2015). 

The ethical challenges of organ donation have become more pressing as transplan- 
tation has become more efficient (Jonsen 2012; Veatch 2000). But despite the efforts 
of academic bioethicists and policy makers to assuage the public’s fears about being 
a donor, organ donations around the world remain low. This is due to several factors, 
including fears about risks from the procedure (Sanner 1994) and widespread concerns 
about how to measure brain death prior to organ harvesting (Belkin 2014). These con- 
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cerns are compounded by imperfect policies for both increasing donorship and fairly 
selecting the individuals to receive a donor organ (Chattergee et al. 2013). 

Answers to these challenges may lay outside of traditional bioethics and clinical 
discourse. Here, we turn to public health ethics and practice for guidance on novel 
strategies to address organ shortages and global disparities in transplant. Viewing 
organ transplantation through a public health ethics, rather than a clinical ethics 
lens, helps brings to the fore very different ethical concerns, and calls into question 
why most organ transplant-related resources go to costly medical solutions instead of 
upstream prevention efforts. 

There is very little literature examining how prevention efforts related to kid- 
ney, liver, and heart disease, as part of wider public health efforts, could help reduce 
demand for organs. Leading journals on organ transplantation rarely publish on this 
topic. Existing literature on organ transplantation and prevention yields mainly arti- 
cles discussing prevention of post-transplant complications, showing that even pre- 
vention-focused discussions are almost exclusively focused on clinical aspects. 

Current discussions have not adequately served the public’s health, nor has the 
public health ethics and prevention discourse. We believe that this has severely con- 
strained popular and policy discussions about transplantation. The bottom line is this: 
prevention is necessary in order to reduce organ shortage and the inequalities that 
often accompany the scarcity of resources; we can address the fundamental problem 
of scarce resources by preventing the need for transplant itself. As we describe below, 
such a shift has implications not only for academic debate, but for how policy makers 
and the general public understand and prioritize the challenges currently facing trans- 
plantation and organ procurement. 


2.1 Normative Framework of Public Health Ethics 


Public health is a function of the complex relationship between the social actions of the 
state, institutions, and groups of citizens, and is best conceptualized by understanding 
the socio-philosophical basis of the relationship between the individual and the state. 
The liberal approach to public health focuses on the right of an individual to defend his/ 
her freedom in the face of coercive state actions, even when these actions are carried 
out in the interest of the greater good (Bayer/Fairchild 2004; Kass 2001). On the other 
hand, a communitarian approach views public health care as part of community wel- 
fare (cf. Walzer 1983). The authority of the state in public health is broad, permitting 
extensive interventions in the private sphere. Hence, critics view public health care as 
open to exploitation by the state, which can engage in coercive practices, trampling 
on individual rights. Traditional issues of contention have included measures such 
as vaccination, quarantine, medical examination of immigrants, forced sterilization, 
and other eugenic measures. (Alberstein/ Davidovitch 2011). Mutual trust between the 
public and health systems has long been recognized as integral to the long-term suc- 
cess of policy initiatives. Yet, trust cannot be assumed, and trust building should be a 
fundamental part in planning and program implementation (see also chapter 4 in this 
book). The view of health systems as socio-political entities, or even tools to achieve 
social justice, underscores the importance of trust in obtaining equality and equity in 
health promotion (Ezezika 2015). 


337 


338 


Hagai Boas, Nadav Davidovitch & Michael Yudell 


The allocation of resources is one of the central aspects of public health ethics, with 
values such as equity and cost-effectiveness playing key roles, and different potential 
public health programs competing for limited public resources. How can we balance 
efficiency with equity and individual rights with the public good, and what institu- 
tions are the most appropriate to carry out the public health agenda? The distribution 
of organs for transplantations faces these very ethical challenges, including under- 
standing organ shortage as not just an individual problem but a societal one, and 
addressing overall organ supply and demand through a prevention-driven approach 
that reduces the need for transplant by improving the public’s health. Framing organ 
shortage this way forces us to also consider the fundamental causes of chronic dis- 
eases, their uneven distribution within and between societies, and the greater burden 
this uneven distribution (or health disparity) places on poor people and low- and mid- 
dle-income countries. 

While prevention provides a novel approach to thinking about how to improve 
care for patients and populations, we must also turn to public health ethics for the- 
oretical justifications as to why we should take such an approach. As we have already 
stated and is widely described in the literature, bioethics tends to privilege the indi- 
vidual, insuring, for example, the protection of those enrolled in research studies, of 
patients in clinical settings, and of the fair distribution of organs for transplant. By 
contrast, public health ethics provides a moral foundation to protect the health of pop- 
ulations. For example, a public health ethics approach can help institutional review 
boards weigh potential harms to populations in research that may be associated with 
outcomes that fuel stigma and discrimination. Public health ethics can also give prac- 
titioners and policy makers alike a way to consider how to balance individual rights 
with the need for collective sacrifices in cases such as quarantine or mandatory public 
health laws, including requirements for vaccination, use of motorcycle helmets, and 
automobile seatbelts. 

The ethical principle of justice - which, according to Gostin and Powers, empha- 
sizes “the fair disbursement of common advantages and the sharing of common bur- 
dens” (2006: 1053) — is central to a public health ethics approach to reducing the burden 
of disease, especially if that disease or condition disproportionately impacts vulnera- 
ble communities globally. Focus on such “fair disbursement” (ibid.) creates obligations 
for public health actors to work towards ameliorating health inequities by addressing 
determinants of health. Ideally, this would happen in multiple domains, including 
local, state, and federal government efforts, NGO engagement on these issues, and 
through communities who fight to redress public health disparities. There are dispar- 
ities between rich and poor nations in terms of transplant infrastructure; a woman in 
Pakistan, for instance, has less access to dialysis treatments or to transplantation than 
a woman at same age with the same medical condition in the West (Ghods 2015). There 
are also disparities between rich and poor countries in terms of the burden of chronic 
and infectious disease that can lead to transplant (Sakhuja/Sud 2003). Such disparities 
are rooted in health determinants, including poverty, health infrastructure, environ- 
mental hazards, education, and culture, among others. 

Approaching transplant through the lens of prevention raises several important 
practical and ethical issues that are rooted broadly in public health ethics, specifically 
in the concept of justice. First, in this context prevention itself must be seen as a public 
good. If diseases are prevented in the first place and people are thus healthier —- for 
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example, a reduction in diabetes and hypertension that can lead to kidney transplant, 
a reduction in alcohol consumption and/or the prevalence of hepatitis B and C may 
lead to a decrease in liver failure, and a reduction tobacco use can lead to a decrease in 
coronary artery disease — then prevention has had the desired effect of both reducing 
the individual burden of disease and preventing illness in the first place, thus reducing 
the demand for organs. Because many of the diseases that can lead to organ failure 
and transplant are not evenly distributed within populations and between societies, 
the prevention of illnesses that can lead to transplant is satisfying a justice-based 
approach. 

We can also look to more granular aspects of public health ethics, including the 
role of human rights and social justice theory, in considering how public health ethics 
can inform our approach to the ethics of transplantation. A human rights approach, 
for example, offers a universal framework to advance justice in public health, elabo- 
rating the freedoms and entitlements necessary to realize dignity for all and create, 
as Jonathan Mann once wrote, “what are the societal (and particularly governmental) 
roles and responsibilities to help promote individual and collective well-being” (1996: 
924). Indeed, preventing disease that leads to transplant will protect and promote the 
pre-conditions of human health, as it is focused on social and economic determinants 
of health. 

With international law evolving to address threats to health, a rights-based 
approach transforms the power dynamic that underlies public health. Moving from 
human rights to social justice is crucial because social justice is viewed central to the 
mission of public health. It has been described as the field’s core value: “The historic 
dream of public health [..] is a dream of social justice.” (Beauchamp 1999: 105) Two 
aspects of social justice - promoting health on the population level and fair treatment 
of the disadvantaged are fundamental aspects of public health. This understanding 
leads us to consider the multiple causal pathways to numerous dimensions of social 
inequities. These include poverty, substandard housing, poor education, unhygienic 
and polluted environments, and social disintegration. Thus, to understand prevention 
and its implication for transplantation, all these should be taken into consideration. 

Global statistics shine a light on the impact of social inequalities on transplant 
medicine. For example, a major challenge for low-income countries is the complete 
lack of transplant infrastructure. Only twelve per cent of low-income countries world- 
wide report, for example, any kidney transplant infrastructure, and all transplants in 
those countries come from live donors. Furthermore, the global burden of chronic kid- 
ney disease — which can have both infectious and non-communicable causes ranging 
from diarrheal diseases to malaria to pre-term birth — have unequal impacts on popu- 
lations between low- and middle-income countries and wealthy nations because of the 
lack of transplant infrastructure (Luyckx et al. 2018) 

The Sustainable Development Goals, rooted in a justice approach to public health 
and adopted by all United Nations member nations, seek to redress persistent dispar- 
ities multiple domains, including health, education, and the impact of climate change. 
(United Nations 2020). Sustainable development goal three specifically addresses 
health — “ensure healthy lives and promote well-being for all at all ages” (ibid.) - and 
can be applied to the social and environmental determinants of health that lead to both 
the inequities that produce the unequal burden of infections and non-communicable 
diseases globally, and the conditions that lead to poor or non-existent organ transplant 
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infrastructure in low- and middle-income countries. Only by developing specific pol- 
icies that addresses these disparities can we begin to reduce the burden of diseases 
that lead to a need for organ transplant, thus reducing the demand. This justice-based 
approach to organ transplant is not a solution to this crisis; however, preventing the 
need for a significant number of transplants would be a step in the right direction. 
(Luyckx et al. 2018) Further research is needed to quantify how prevention would both 
improve the health of populations impact by communicable and non-communicable 
disease, but also concomitantly how the demand for transplant would change. 


2.2 The Paradox of Prevention 


Finding the right balance between the more individual-focused, clinically oriented 
model of health care and public health prevention and community-based approaches, 
with strong emphasis on social, economic and political determinants of health, 
remains a global challenge that impacts resource allocation and availability. While 
many declare that prevention is better than cure (as it adds quality of life, is easier to 
accomplish, and is often cheaper), in practice prevention is regularly marginalized and 
deprioritized, and it is generally the first to face cuts during times of fiscal austerity. 
Harvard’s former dean of their School of Public Health, Harvey Feinberg, described 
this as the ‘paradox of prevention’ (Feinberg 2013). 

As Feinberg points out, the paradox is driven by several challenges, including that 
prevention’s successes are generally invisible, that prevention lacks drama and imme- 
diacy, and that it generally requires time-consuming investment with delayed success. 
Such barriers have, in large part, occluded the application of prevention and public 
health principle to organ donation. Saving one person’s life by transplant will always 
look more appealing than preventing kidney failure, when apparently nothing ‘hap- 
pened’: the transplant is not needed and there is no drama. The current challenge is 
how to leverage the public’s awareness of, and personal connection to, conditions that 
necessitate transplantation and move both the public and policy makers to develop 
ethical strategies to subvert the paradox of prevention. 

Despite the potential benefits of a population-based prevention approach, it 
remains the least common strategy and an example of Feinberg’s ‘paradox of preven- 
tion’. The need for prevention-based strategies in transplant medicine are obvious: 
organ transplants are very expensive. In 2017, Fortune magazine, following the con- 
sulting firm Milliman, estimated the cost of kidney transplantations to be 415.000 
USD and a heart transplant to be 1.4 million USD (Rapp/Vendermey 2017). In a more 
recent review, Fu et al. (2020) suggest that associated rise of transplantation costs, 
certain patient groups may not benefit from transplantation in a cost-effective man- 
ner compared with dialysis. Their analysis underscores that transplantation is indeed 
expensive, but it is cost effective, especially for young people on dialysis. The huge cost 
of transplants has led to the creation of inequalities related to who has access to trans- 
plantation care. It has also led to black markets for organs, both within and between 
countries (Scheper Hughes 2000). The burden of organ demand on low- and mid- 
dle-income countries is particularly acute, considering that non-communicable dis- 
eases that can lead to organ failure, such as diabetes, are on the rise, especially in poor 
populations (Crews et al. 2019). Without fundamental structural change, and achange 
in priorities, the public health and ethical dilemmas related to organ transplant cannot 
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be adequately addressed. The paradox of prevention is more than just a heady concept; 
it is a barrier to reducing suffering and establishing the best care for patients and pop- 
ulations globally by preventing the need for transplantation. 

The principles of public health — distinct from those of clinical medicine, which are 
more focused on medicalized treatments of individuals in clinical setting — are based 
ona population approach, an approach to health that aims to improve the health of the 
entire population and to reduce health inequities among population groups. In order 
to reach these objectives, this approach looks at and acts upon the broad range of fac- 
tors and conditions that have a strong influence on our health. Its components include: 
(1) a focus on primary care prevention and health promotion; (2) targeted studies of the 
economic, political, and environmental factors that may affect populations and cause 
diseases; and (3) implementing and translating these studies into policies and ways 
in which the modification of social and environmental variables may promote public 
health aims (through active social and political involvement) (Scutchfield/Keck 2009). 


3. The Social Determinants of Supply and Demand 
in Organ Transplants 


Organ shortage is a universal problem, its severity varies across countries, and it is 
influenced by social, cultural, economic, and political factors between nations. A 
public health approach to organ shortage maps these differences and seeks ways of 
limiting the demand in the first place. Above we have described general differences 
between a bioethics approach and a public health ethics approach. Below we propose 
how to analyze organ shortage from the perspective of public health ethics, and how 
this perspective sheds light on two limitations in the current transplant ethics dis- 
course: how the global burden of disease drives up demand in kidney transplantations, 
and how different socio-cultural approaches to brain death impact the supply side of 
organ transplantation. 


3.1 The Global Burden of Kidney Diseases 


The International Society of Nephrology estimates that 850 million people worldwide 
suffer from CKD. It is hard to assess how many of them will develop ESRD and will 
need to undergo a transplant or use dialysis machines in order to sustain their life. 
It is clear, however, that preventing CKD patients from becoming ESRD is a primary 
mission for public health. Li et al. (2020) define three lines of prevention of CKD. First, 
intervention before the onset of renal disease; second, diagnosing and prompt treat- 
ment before the condition worsens; and third, managing an existing condition to pre- 
vent disease progression and complications. Following this categorization of primary, 
secondary and tertiary lines of prevention, it is possible to focus on different factors of, 
and tailor a prevention policy for, CKD in each country or global region. 

Li etal. evaluate the risk factors for de novo CKD and pre-existing CKD progression 
as follows: around 50 per cent suffer from diabetes, approx. 25 per cent have hyperten- 
sion, and ten to 20 per cent are obese. Less than ten per cent have polycystic kidney 
disorder, a direct heredity condition of CKD that can lead to ESRD. Most of CKD could 
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have benefited from a prevention policy that would create structural changes that 
encourage them to conduct a healthy way of life (Li et al. 2020). 

Studies have shown the low awareness of people with CKD to their condition. This 
finding was significant in both publicly funded health systems such as in Quebec, 
Canada (Verhave 2014), as well as in privately funded health systems, including the US 
health care system. Ene-lordache et al. (2016) found low awareness of CKD symptoms 
in six different regions of the world. In low-income countries, they found risk factors 
to be human immunodeficiency virus (HIV) infection, tuberculosis, and exposure to 
toxins. These factors comprise up to 40 percent of CKD patients, and they are differ- 
ent from the risk factors that Li et al. (2020) found in high-income countries. These 
differences call for a different line of prevention in different global contexts. Whereas 
prevention would focus on boosting awareness of the hazards of salt and sugar-rich 
diets in high-income countries, other preventive measurements are needed in regions 
the main causes of CKD are from infectious diseases. Yet in both contexts, however, 
not only are risk factors different, but they tend to be unevenly distributed across low 
and high socio-economic status. 

Prevention of CKD is in large part a matter of raising awareness of risk factors for 
CKD. It is not clear who bears the responsibility of addressing this awareness and what 
role health systems, and more broadly the state, have in boosting this awareness and 
helping populations to make healthy choices. The questions of awareness and respon- 
sibility entail a much more detailed and longer discussion than we can develop here. 
The importance of awareness and prevention, however, is clear: it can save the lives 
of many on today’s lengthening transplantation waiting lists. Identifying risk factors 
and populations at risk and develop healthy policies to strengthen primary preven- 
tion could reduce the burden of waiting lists and the need for transplantation (Li et al. 
2020; Ene-Lordache et al. 2016). Prevention strategies should also include secondary 
prevention (early detection of illnesses) and tertiary prevention for those target pop- 
ulations that are not yet on the waiting lists but are prone to develop conditions that 
might lead them to end-stage diseases. The paradox of prevention lies in the under- 
standing that prevention is advisable both from clinical, social and economic perspec- 
tives, yet prevention is generally less prioritized. It is only when face organ shortage 
that we start to think of prevention. 


3.2 Social Solidarity and Organ Donation 


Whereas prevention can help reduce the demand for organ transplantations, public 
health measures can also help to boost the supply of organ donations. In contrast to 
many other medical therapies, organ replacement cannot be performed without the 
cooperation of the public. Advanced and sophisticated as it is, transplant medicine 
cannot do without a collective willingness to donate organs. This is the point where 
public health can ease the burden of organ shortage by focusing on how to increase 
organ donations rates. 

These efforts vary from one social context to another; each context poses its own 
difficulties and challenges. Generally, scholars point to the controversy over brain 
death (Youngner et al. 2002), bodily conceptions (Schweda/Schicktanz 2009), and 
lack of information (Rady et al. 2012) as central factors hindering organ donation. 
Researchers have also identified that these barriers are more evident in specific social 
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groups such as racial and ethnic minorities (Johal et al. 2018; Li et al. 2019; Suliman 
et al. 2019) and are also impacted by socioeconomic status (Shah et al. 2018). These 
sociological features pose a challenge to policy-makers to encourage less inclined pop- 
ulations to donate organs. The premise is that if such social and cultural barriers could 
be removed by educational campaigns, there will be less reluctance to organ donation 
within these populations. We suggest that a public health approach to problems of 
organ donation should prioritize fostering social solidarity, thus creating a different 
context in which organ donations decisions are made, before addressing the specific 
barriers to donation itself. 

Although seemingly self-evident, social solidarity is an ambiguous concept within 
public health (Dawson/Verweij 2012). Prainsack and Buyx (2011) define it in terms of 
costs that one pays for the sake of a collective good and point to organ donation as 
an act that builds social solidarity. Durkheim, on the other hand, defined solidarity 
as “pre-contractual,” (2014 [1893]: 158) that is it precedes rational acts towards the col- 
lective good. For both definitions, the link between solidarity and acts on behalf of 
the collective might be tautological, deserving further analysis. It is not clear whether 
social solidarity is simply ‘out there’; if not, how can it be fostered? Is it an explanation 
for altruism and voluntary acts, or is it a different separate concept? 

Nonetheless, researchers have suggested that social solidarity as a motivation for 
organ donation must be built on reciprocity (Schweda/Schicktanz 2009). Siegal and 
Bonnie (2006) have called to replace altruism with social solidarity, which they also 
base on the concept of reciprocity. For them, solidarity defines one’s group belonging, 
and within this belonging one can expect reciprocal acts. These acts are not oriented 
toward a complete stranger, as in pure altruism, but rather to someone who shares 
some social characteristics with the donor. 

In more than one sense, such reciprocity already exists in the ethical repertoire 
of organ donation. Organ donation from family members reflect the same logic: 
one donates to her kin member only due to their family connections. A public health 
approach would expand this feeling of a family to the community, thus fostering sol- 
idarity. This requires an ethical shift, since such donations will be based on a much 
closer resemblance between the donor and recipient than in blind altruistic donations. 

Such an approach can already be found in organ donation prioritization policies 
(Lavee/Brock 2012), in donations in return to a future prioritization of a family mem- 
ber in need of an organ (Martin/Danovitch 2017), and in private agencies that match 
recipients according to the donors’ grouping conditions. These initiatives, however, 
run the risk of being more exclusive than inclusive, turning organ donation to some- 
thing akin to a club membership. 

We believe that a public health approach to social solidarity in organ donation 
should consider first the public’s good in terms of equity and equality. Although the 
state or any public agency cannot enforce organ donations, just as it cannot autho- 
rize organ sale, we do believe that social solidarity, alongside altruism, is a productive 
concept to work with in organ donation. Social solidarity’s benefit lies in a stronger 
commitment of the group’s members towards each other. In a model promoting both 
solidarity and altruism, where social solidarity leads to donations within the in-group 
members, and altruistic donations to strangers are allocated according to shorter wait- 
ing lists, it is possible to increase the supply of organ donations. Such a model can be 
multi-level: a communal-oriented approach to encourage donations among commu- 
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nity members, where solidarity might be stronger, anda nation state-level approach to 
encourage altruistic donations towards strangers in need. 


4, Conclusion: Reassessing Organ Transplantation 
from the Viewpoint of Public Health 


This paper began with a claim: that to reduce organ shortage, policy makers must 
shift from understanding transplant needs as largely clinical in nature to an alterna- 
tive view rooted in public health approaches. This shift can help draw attention to the 
relationship between chronic and infectious disease that disproportionately burdens 
lower- and middle-incoming countries (and people living in poverty more generally), 
the impact that such diseases have on the need for transplantation, and how we should 
approach their prevention from a social and economic determinants of health perspec- 
tives. A separate but parallel discussion using concepts from public health ethics can 
also inform the discussion on reducing organ shortage needs by developing alternative 
models for procuring organs for transplant. 

Organ shortage is a product of concrete factors that can be addressed directly 
by focusing on fundamental causes rooted in the social, environmental, economic 
and political determinants of health. Framing organ donations and organ shortage 
within such a context can help us to develop an understanding of why certain ques- 
tions are being asked instead of others, and to develop mechanisms to build alterna- 
tive approaches based on public health ethics frameworks. Such an approach has the 
potential to reduce the burden of suffering, promote primary prevention and other 
public health-oriented activities, and thus enrich current discussions of organ dona- 
tion shortage and lead to more deliberate actions. 
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